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Ded i cat ion
This research project is dedicated to the family 
members of persons with head injuries in Windsor and 
Essex County. Their willingness to participate in the 
project and share their experiences has contributed 
more insight into the unique and complex problems 
incurred by all those affected by a traumatic brain 
i njury.
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Abs t rac t
This exploratory-descriptive study investigated 
the effects of head injury on family members, including 
survivors, and need for family intervent, i on. Families 
in Essex County were of particular interest. By means 
of a mailed survey, questionnaires were completed by 
twenty-one family members (n = 21). The survey 
respondents answered questions in the areas of 
socioderaographics, grief and recovery, survivor 
limitations, role changes and available and needed 
services. Open-ended questions were used to obtain 
information on informal supports.
Major findings revealed: 1) that the
sociodemographic profile of the sample was similar to 
those in other studies reported in the literature; 2) 
that anger and depression were the most salient 
emotions in recovery for the sample; 3) that sadness 
about the future, lack of decision-making, personality 
changes and lack of social skills were the most 
difficult of survivor limitations; 4) that in terms of 
role changes, lack of emotional intimacy and feelings 
of inadequacy were most problematic; 5) caregivers 
felt that intellectual efforts and loss of control in
i i i
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
iar<-g i v i ng w ere most, difficult. However, this was 
rait igated hy respondents’ feelings of responsibi1ity 
and the value they played around the role, and most did 
not perceive caregiving as stressful; 6) insofar as 
psychosocial changes are concerned, concern over the 
survivor’s and family’s future and mixed feelings about 
the family’s growth and adjustment post head injury 
predominated.
In regard to services, respondents felt that both 
families and survivors needed individual, family and 
group counselling. Dissatisfaction was high in regard 
to formal services; the local Head Injury Association, 
as expected, filled a significant void in this area. 
Informal supports such as families, friends and church 
were important. Adjustment was significant in response 
to caregiving demands. Emotional tenor in this sample 
was still high even given the relative longevity, six 
to IS years of the sample post-trauma. Most 
respondents did not receive counselling intervention 
until six months after injury and results were felt to 
be ineffective.
It is recommended that further research in this 
area be balanced carefully against needs for community
iv
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services. Families and survivors must be counselled 
concurrently, and this focus must be maintained in 
policy formulation, program planning and service 
deli very.
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
Acknowledgements 
As with all research projects, this study would 
not have been completed without the assistance and 
support of a number of individuals and groups, in and 
outside of the head injury network.
First and foremost, I would like to extend my 
deepest thanks and appreciation to Dr. Donna Hardina, 
my Faculty Advisor and Thesis Chairperson. Her belief 
in my work has sustained me over this process. Thanks 
and gratitude arc extended to Dr. Bud Hansen, my 
statistics advisor/reader, and to Dr. Jack Ferguson of 
the Department cf Sociology, for their interest and 
time in this project. Gratitude and appreciation is 
also extended to the following professionals, community 
groups and interested individuals who assisted with the 
completion of this research:
Eileen, Barbara, Juanita, Mildred, Eileen and the 
members of the Caregivers Support Group;
Ms. Sabine Huege, VRS counsellor, Ministry of 
Community and Social Services;
Mr. Dennis Bellehumeur, President, and the Board 
of Directors of the Head Injury Association of 
Windsor and Essex County (HIAWE);
vii
with permission of the copyright owner. Further reproduction prohibited without permission
Ms. Janet McLeod, Marketing Reprt'sent at i\e, 
Meadowbrook Rehabil itat ton Services, Inc. ;
Dr. Ba;rv Wilier, Director; Karon Alien, April 
Peters .and staff at the Rehabilitation Research and 
Training Center, State University of New York 
(SUNY) at Buffalo;
Ms. Dev Purushothan;, School of Nursing, University 
of Windsor;
The Staff of the Canadian Mental Health 
Association, Windsor-Essex County Branch;
Mrs. K. Oper, Manager, and staff, Community Health 
and Support Services Division.
I want to also thank my family —  Doug, Joan, 
Jayne, Michael, Leslie, Sara and Charles, and my 
friends, Meryl, John, Jonathan and Jason Lynn -- for 
helping me to keep my chin up when times got tough! I 
would not have made it without your love and 
encouragement.
vii i
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
Tfihlo c f rontpnts
A B S T R A C T  .........................................................  iii
ACKNOWLEDGEMENTS ...........................................  vii
1.1ST UF TABLES ............... ....................... ix
LIST OF FIGURES ......................................  xii
CHAPTER 1 INTRODUCTION .........................  1
Statement of Purpose ..........  6
Rationale for the Study ....... 9
Concepts .......................  11
CHAPTER 2 THE NATURE OF HEAD INJURY AND
SOCIODEMOGRAPHICS ................... 14
CHAPTER 3 FAMILIES AND ROLES ..................  30
CHAPTER 4 FACTORS IN ADAPTATION, COPING,
ADJUSTMENT AND RECOVERY .............  4 8
CHAPTER 5 RESEARCH QUESTIONS AND METHODOLOGY.. 96
The Setting .................... 99
The Sample .....................  100
The Procedure .................. 101
The Questionnaire .............  104
Pretesting the
Questionnaire ............  105
Description of the
Questionnaire ............  107
ix
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
CHAPTER 6 RESULTS AND DISCUSSION .......  ....  115
CHAPTER 7 CONCLUSIONS AND REOOMMENPAT13 .... 1 6 4
APPENDIX A: LIVE DISCHARGES AND DEATHS BY
INTRACRANIAL AND CONCUSSION I N.l UR 1 ES . 1 7 5 
APPENDIX B: FAMILIES AND HEAD INJURY INFORMATION
QUESTIONNAIRE .......................  176
APPENDIX C: LETTER TO HI AWE BOARD OF DIRECTORS.. 17S
APPENDIX D: COYER LETTER ......................  181
APPENDIX E: INSTRUCTIONS TO THE RESPONDENT ....  183
APPENDIX F: CONSENT FORM.... ......................  184
APPENDIX G: FAMILIES AND HEAD INJURY SURVEY
QUESTIONNAIRE .......................  185
APPENDIX H: GLOSSARY OF TERMS .................... 200
REFERENCES ...........................................  203
VITA AUCTORIS .........................................  223
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
i. i s 1 o f  T a h  1 o s
Tublo t: Ago of Survey Respondents ................ 116
Tub 1e 2: Occupation of Survey Respondents ........  11“
Table 3: Relationship of Respondent to Survivor .. 118
Table -1: Marital Status of Survey Respondents .... 119
Table 5: Income Status of Survey Respondents .....  120
Table 6: Ages of Survivor at Time of Survey and
at Time of Injury .............   121
Table 7: Occupation of Survivor at Time of
Survey .........    124
Table 8: Marital Status of Survivor at Time of
Survey ....................................  124
Table 9: Income Status of Survivor at Time of
Survey ....................................  125
Table 10: Number of Years Since Survivor’s Head
Injury ...................................   127
Table 11: Resulting Limitations of Survivor .......  128
Table 12: Degree of Limitation of Survivor ......... 129
Table 13: The Response Roles of Grief and
Recovery Processes Post Head Injury
Reported by the Sample .................. 133
Table 14: The Rank Means of Grief and Recovery
Processes Reported by the Sample ....... 134
xi
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
Table 15: The Response Kates of Survivor
Limitations Post Head Injury Reported
by the Sample ...........................  loti
Table 16: The Ranked Means of Survivor
Limitations Most. Difficult, as Reported
by the Sample .  .........................  137
Table 17: The Response Rates of Role Changes Post
Head Injury Reported by the Sample ....  139
Table 18: The Ranked Means of Role Changes Post
Head Injury Reported by the Sample ....  1-11
Table 19: The Ranked Means of Caregiving Issues
Post Head Injury Reported by the Sample.. 1-13 
Table 20: The Ranked Means of Psychosocial
Changes Post-Head Injury Reported
by the Sample ...........................  1-16
Table 21: Selected Effects Data Comparing the
Present Study with the study by Mauss- 
Clum & Ryan (1981 ) on Mothers in the
Samples ..................................  1*19
Table 22: Community Services for Survivors of
Head Injury as Perceived by Sample 
Respondents .............................. 151
xi i
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
Table 23: Community Services for Families as 
Perceived to be Available by Sample
Respondents .................   •    152
Table 2-1: Services that are Needed by Both
Survivors and Families as Perceived by
Respondents ..............................  154
Table 25: Social Work Services Perceived as Most
Helpful by Sample Respondents .........  158
Table 26: Community Services Perceived as Most
Helpful by Sample Respondents .........  161
xi ii




ABCX Family Crisis Model
xiv
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
Chapter 1
INTRODUCTION
EFFECTS OF A MEMBER’S HEAD INJURY 
ON THF. FAMILY SYSTEM IN WINDSOR AND ESSEX COUNTY
Hoad injury is described as a traumatic blow to 
the skull that results in a multitude of impairments. 
These can be physical, sensory, intellectual, 
behavioural, and social in nature (Battle, 1974;
Feldman & Fitzhenry-Bedard, 1987). It is estimated 
that, in Ontario, there are 2.2 head injuries per 1000 
persons annually (Ministry of Health Acquired Brain 
Damage Committee (MHABDC), 1987). Given that there are 
about 9.1 million people in t .e province, it is 
estimated that 19,000-20,000 persons will sustain head 
injuries in 1991 (MHABDC, 1987). Statistics for Essex 
County from 1982-1985 indicate that an average of 352 
residents will survive traumatic brain injury in any 
given year (refer to Appendix A for an overview of 
statistics for Essex County for a three-year period, 
1982-1985 (Ministry of Health, 1985).
The problem of head injury rehabilitation is a 
relatively new one. Until recent technological 
advances in trauma care, people sustaining significant
1
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head injuries have had little hope of survival (Feldman 
& Fitzhenry-Bedard, 1987). An interest i ng trend has 
emerged in regard to mortality roles in Canada. Rates 
for deaths resulting from motor vehicle accidents 
(MYAs) have dropped by more than 40% over the last, ten 
years, and are still declining {Dumas & Lachapelle,
1987). While head injury can occur to individuals at 
any age, two-thirds, or 70%, of individuals injured 
this way are under thirty years of age (Hohonshil & 
Humes, 1989; Michigan Head Injury Alliance, 1987). The 
primary causes of head injury are motor vehicle 
accidents (MVAs) {60%), followed by falls, sports 
related injuries, and assaults (MHABDC, 1987). Recent 
local surveys of head injury causality indicate that as 
many as 36% of MVA related injuries are alcohol related 
(K. Ives, Head Injury Association researcher, personal 
communication, February 7, 1990). Most survivors are 
young single males —  they outnumber female survivors 
by a margin of two to one (Hchenshil & Humes, 1989). 
Most are employed, have left their family of origin, 
and are not married (Ireys & Burr, 1984).
Survivors are more likely to return to their 
family of origin, as a limited number of community
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
based service options leave the burden of care on 
families (Cole, Cope & Cervelli, 1985). In reality, 
families are expected, from the time of trauma, to 
assume the main support role for their survivor. It is 
assumed at the point when they are required to make 
life or death decisions on emergency treatment 
procedures with inadequate information on the outcomes 
of such measures, and little certainty regarding the 
survivor’s future (Krupp & Schwartzberg, 1960; 
Steinmetz, 1988). In acute trauma cases, the affective 
and instrumental changes that the family is faced with 
occur in a very short time fram<* (Rolland, 1988). This 
means that family and individual reactions, at best, 
receive inadequate attention and may be set aside 
(Barin, Hanchett, Jacobs & Scott, 1985; Battle, 1974).
The family is usually ill-equipped to handle the 
burden that a survivor’s disability presents (Hohenshil 
& Humes, 1979; Ireys & Burr, 1984; Versluys, 1980).
Role disturbances and changes manifest themselves in 
different ways. Much depends upon the amount of 
characterological change, the degree of dysfunction, 
and the amount of role renegotiation as a result of the 
psychosocial limitations imposed by traumatic brain
with permission of the copyright owner. Further reproduction prohibited without permission.
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injury. It also depends upon whether the survivor 
returns to the family of origin or to the family of 
commitment (Farrell & Hutter, 198-1; Treys K Burr, 198-1; 
Lezak, 1988). The term, "family of commitment." refers 
to spouse and children. Relationships that each family 
member has to the survivor are very important ( 1 revs \ 
Burr, 1984). This type of trauma will impact on the 
family unit in different ways. It depends upon where 
the survivor, individual members, and the family unit 
are in their development and life cycles (Rolland,
1988 ) .
Survivors and families undergo adjustment to head 
injury in similar interconnected procesr The
initial adaptive stages -- shock, deni;. anger, 
depression, and adjustment —  are reminiscent of 
Kubler-Ross’ five stages in acceptance (Kubler-Ross, 
1969). The difficulty here is that the "death" one 
encounters in head injury is what is called a partial 
one (Mitiguy, 1990), and this compounds the family’s 
recovery and adjustment. The family must grieve the 
loss of the member they once knew, and accept a 
recovering person who may be totally different (Lezak,
1988).
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
Caregiver strain is another factor that further 
compounds adaptation, and the expectation of unlimited 
emotional and instrumental support creates a highly 
stressful burden. Adjustment depends, in part, on how 
the caregiver role is defined by family members (Hanks 
& Settles, 1988 ) .
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Statement of Purpose
Overwhelming evidence in the literature suggests 
that a trauma such as head injury affects both persons 
with head injuries and family members alike (Karpman, 
Wolfe & Vargo, 1986; Vers.luys, 1980). As indicated by 
Brooks (1984), "...rehabilitation services must now 
consider adopting the concept of the 'head injured 
family’ rather than solely the head injured patients"
(p.144). After the initial shock, families, similar to 
affected persons, experience a strong mix of denial, 
disbelief, anger, frustration, and loss. Loss is 
experienced in two forms; loss of the person as they 
once were, and loss for the abilities they must now 
live without (Carley, 1989; Lezak, 1988; Martin, 1988, 
Rolland, 1988). The purpose of this study is to 
investigate the effects of head injury on families, and 
to explore the need for intervention in this 
population.
As the individual recovers, family members usually 
pay little attention to their own recovery experiences. 
In what may be their preoccupation with their loved 
one’s progress, little in the way of future planning 
may occur. A precipitous point for the family occurs
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
at the person’s discharge, when they realize they are 
compelled to retain the burden of care with limited 
social support and community-based services specific to 
head injury, and deal concurrently with their 
adjustment process (Gobble & Pfahl, 1985; Ireys & Burr, 
1984; MHABDC, 1987; Swiercinsky, Price & Leaf, 1987). 
Statistically, only one individual out of 20 is 
recei%’ing appropriate treatment once they transition 
into the community (MHIA, 1987). There are many 
reasons for this, and some may be due to the family’s 
role in that rehabilitation. If the family is unable 
to locate or to encourage the affected member to use 
existing services, then coping and adaptation factors 
must be considered.
Families, upon assuming the caregiving role, must 
usually accomplish two types of tasks. One type 
involves the resolution of daily living problems for 
the member within the family unit. The other involves 
resolving those problems in a way that allows each of 
the other individual family members and the family unit 
to progress (Ireys & Burr, 1984; Lezak, 1988). They 
must do so under tremendous strain; in facing lifelong 
adjustment to the altered person (Huege & Holosko,
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission
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1989; Swiercinskv, Price & Leaf, 19ST); and in terms of 
financial and other resources (Butler & Sat?., 1988).
Even while balancing all of these demands, the family 
is expected to be the main source of support for the 
survivor all through the recovery and adjustment phases 
(Gobble & Pfahl, 1985; Karpman, Wolfe & Vargo, 1986).
If the family does not adequately resolve its 
grief and loss issues, and develop adjustment and 
coping skills, it can impact on the progress of the 
individual (Lezak, 1988). In the same manner, the 
adaptation of the family will be affected by that of 
the individual. There is a strong need for early, 
ongoing intervention in order to ensure that the family 
is not left out of the recovery process. In extreme 
cases, a lack of attention to family adjustment can 
lead to the obstruction or sabotage of the affected 
person’s adaptation as families in denial may not 
encourage the use of services critical to optimal 
recovery (Gobble & Pfahl, 1985; Morris, Morris & 
Britton, 1988; Swiercinsky, Price & Leaf, 1987; 
Versluys, 1980).
The purpose of this study is to determine what the 
sociodemographic characteristics are of local families
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
nffectod by head injury. A secondary purpose is to 
determine what factors are most salient in terms of 
grief and recovery, survivor limitations, role changes, 
caregiving roles, and psychosocial changes in local 
families. A tertiary purpose is to determine whether 
current services address the needs of survivors and 
families, and what may be needed to support or augment 
them to better serve this population. Social work 
interventions will specifically be addressed.
Rationale for the Study
This problem relates to a growing head injury 
survivor and family caregiver population, since 
improved technology allows more people to be saved 
annually; while not necessarily reducing the number of 
people affected. Recent government publications from 
the Ministry of Health and the Ministry of Community 
and Social Services have advocated a community-based 
care model. It is implied by this model that the 
family of the survivor plays a pivotal role as primary 
caregiver and support network. Philosophically, this 
approach is in the spirit of
deinstitutionalization. Unfortunately, the level of
with permission of the copyright owner. Further reproduction prohibited without permission
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community support services have not kept pace and are 
fragmented, uncoordinated, and virtually nonexistent in 
some respects (Feldman & Fitzhenry-Bedard, 1987;
MHABDC, 1987). Included in this is the absence of 
obvious family support services. Currently, funds have 
been allocated by both the Ministry of Community and 
Social Services and the Ministry of Health for respite 
care for families and for behavioural programming. It 
has been strongly suggested that individual counselling 
and self-help groups be organized by, and for, family 
members. It is imperative that service planning and 
policy formulation retain the dual focus on affected 
persons and families.
One of the key functions for either counselling or 
self-help groups for families may be to help them 
resolve coping, adaptation and adjustment issues. The 
partial death of a member, as created by head injury, 
can serve to maintain a level of denial that is 
seriously dysfunctional to both (Barry, 1984), and 
counterproductive to rehabilitation (Versluys, 1980). 
There is a lack of Canadian-based research on how 
families are affected by head injury. There may be 
sociodemographic and cultural factors different from
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
other countries that make Canadian experiences unique. 
Most of the literature reviewed in this study has been 
extrapolated from British and American sources.
The Concepts
Rehabilitation for the survivor involves a 
combination of components of behavioural management, 
life-skills training, and cognitive retraining. It 
involves a process of instruction in a highly 
structured environment by professionals. In most 
programs, the family is trained and expected to 
maintain this structure at home as part of community 
re-integration.
Survivor refers to an individual who recovers from 
a head injury that at one time might have been fatal.
It has been used by the Ontario Head Injury Association 
(OHIA) and the Head Injury Association of Windsor and 
Essex County (HIAWE). The term implies strength, and 
is preferred to the term "victim.” Survivors can have 
disabilities which range from coma states to those that 
result in mild disorientation and memory loss.
Family refers to members of the survivor’s family 
of origin, or it can also refer to the family of
with permission of the copyright owner. Further reproduction prohibited without permission
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commitment, i.e. marriage. In most cases, the 
individual returns to the family of origin or 
commitment upon discharge.
Caregiver refers to the members of the survivor’s 
family who have the greatest responsibility for taking 
care of them. In most cases, it is the mother or the 
spouse who carries this role.
Unresolved grief, on the part of the individual 
and family members, is felt in two ways: loss of the
former self, and loss of previous abilities. This 
grief is residual, persists over time, and is never 
totally eradicated (Olshansky, 1970). It must be 
sufficiently managed by both parties to enable the 
survivor and their family members to progress and 
adapt.
Caregiver strain is defined as the sense of 
hopelessness, feeling of deep fatigue, and persistent 
stress that encumbers caregivers (Morris, Morris & 
Britton, 1988). It may be compounded by such factors 
as unresolved grief.
Limitation, in the literature on head injury, is 
arbitrarily rated by family members as being mild, 
moderate, or severe in nature. This assessment is
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
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based on the family’s perception of how handicapped the 
survivor is in terms of cognitive, behavioural, 
physical and social functioning.
Community re-integration or re-entry refers to the 
return of survivors to their home communities upon 
discharge from hospital. By implication, the 
individual must now transfer post-traumatic 
rehabilitation skills to an unstructured setting.
Transitional living refers to a phase of community 
re-entry whereby the individuals may reside in a semi- 
institutional setting prior to return to their family 
or to independence.
Case management refers to a manner of coordination 
of services for people with head injuries, and may 
include family members. It can reduce confusion, 
stress, and overlap in multi-service delivery, usually 
in rehabilitation.
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
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Chapter 2
THE NATURE OF HEAP TNJURY AND GENERAL EFFECTS 
OF HEAP INJURY OK FAMILIES 
The literature that undergirds the study of 
Traumatic Brain Injury (TBI) has only emerged largely 
within the last ten to fifteen years. Most likely this 
is due to the reality that more people are surviving 
TBI in greater numbers. According to Statistics 
Canada, there has been a recent, unexpected change in
overall mortality patterns for Canadians. This is
attributed to a drop in the number of fatalities from 
motor vehicle accidents (MVAs). Mortality has plunged 
by over forty percent in the last ten years and is
still declining (Dumas &. Lachapclle, 1987). Owing to
the fact that survival in head injury is a fairly 
recent phenomenon, a knowledge base is being developed 
concurrently with a continuum of services, and indeed, 
the latter by necessity must outpace the former. There 
is a paucity of Canadian-based research, as mentioned 
previously, and what is known comes from British, 
American and European sources.
Understandably, there is little research on the 
long-*term impact of traumatic brain damage on families; 
conceptual models are used that deal with loss and
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
adjustment to disability (Florian, Katz & Lahav, 1986; 
Martin, 1988). The need for head injury specific 
information has been identified concerning its nature 
and evolution (Brooks & McKinlay, 1983; Rosenthal,
1989), and long-term problems, such as adjustment, 
adaptation, and coping. Current studies largely focus 
on crisis stages (Wilier, Liss & Arrigali, 1990); 
research is needed on intervention models, particularly 
ones that utilize families as therapeutic agents and 
efficacy studies on them (Campbell, Jackson & Jeglic, 
1989; Rosenthal, 1989; Rosenthal &. Young, 1988). Other 
areas that need further exploration are impact studies 
on head injury’s effect on various kin —  wives, 
husbands, mothers, fathers, siblings and children 
(Wilier, Liss &. Arrigali, 1990); and service assessment 
needs (Rosenthal, 1989).
Much of the knowledge gained in terms of family 
impact and experiences must be extrapolated from 
research into other disability groups. What is well 
documented is that families, as well as survivors, are 
equally affected by the illness or disability, and 
rehabilitation outcomes likewise have a dual focus 
(Feeman & Hagen, 1990; Karpman, Wolfe & Vargo, 1986;
with permission of the copyright owner. Further reproduction prohibited without permission
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Martin, 198S; Ireys ft Burr, 198-1). It is not 
sufficient to confine the focus in post-traumatic 
services to the needs of the affected individual; 
developmental, familial, and medically related 
stressors are experienced by the entire unit, and must 
be concomitantly addressed.
For the purpose of clarity, this literature r e v i e w  
will address concerns in the following subtitled areas: 
Nature of Head Injury; General Effects on Families; 
Families and Roles; Adaptation, Adjustment, Coping, and 
Recovery; Family Outcome on Rehabilitation; Caregiving 
Issues; and Services for Families and Individuals.
Traumatic brain injury (TBI), or head injury, is 
commonly described as a blow to the skull that results 
in a multitude of impairments. The impairments may be 
physical, sensory, intellectual, emotional, behavioral 
and social in nature (Battle, 1974; Cole, Cope & 
Cervelli, 1985; Feldman & Fitzhenry-Bedard, 1987; 
Florian, Katz & Lahav, 1989; Lezak, 1976). Generally, 
around seventy-five percent (75%) of head injuries 
sustained are minor; the remaining twenty-five percent 
(25%) are moderate to severe (Franks, 1984).
The Glasgow Coma Scale is the primary diagnostic
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tool used to assess the severity of traumatic brain 
injury (TBI). It measures the level of post-traumatic 
amnesia (PTA) as a predictor for prognosis (Cole, Cope 
& Cervelli, 1985). Post-traumatic amnesia is the 
amount of memory loss that an individual sustains as a 
result of injury. The longer that a person is in coma, 
the greater the amount of PTA (National Head Injury 
Foundation (NHIF), 1984). The longer the PTA, the more 
impaired the survivor will be. Performance on tacks, 
especially those that call for motor involvement, is 
particularly impacted. Functional gains in work and 
education, for example, are limited (Dye, Saxon &
Milby, 1981). At the very least, the lives of persons 
with head injury are totally and permanently disrupted, 
with functional problems being most acute (Noble, 
Conley, Laski, & Noble, 1990).
Examples of adjustment problems in the five areas 
cited include:
i) Physical problems range from motor losses and 
disfigurement to coordination weaknesses and 
communication problems, as in speaking, writing 
and comprehending (NHIF, 1984);
ii) Sensory problems involve losses of vision,
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hearing, taste, touch and smell;
iii) Intellectual or cognitive problems include 
impulsivity, memory loss, aphasia, perseveration, 
lack of control or self-regulation (Cole, Cope, & 
Cervelli, 1985}. A particularly troublesome 
organic disturbance is anosognosia —  a real or 
perceived lack of awareness of disease or 
disability. The person so affected cannot 
comprehend risk situations (Hackler & Tobis, 1984; 
NHIF, 1984);
iv) Emotional difficulties are also a serious problem, 
as personality changes can manifest in 
irritability, immaturity, changeability, self­
centredness, lack of self-reflection or criticism, 
apathy and sexual problems (Brooks & McKinlay, 
1983; Feldman & Fitzhenry-Bedard, 1987). In some 
cases, depression and other psychiatric problems 
result, both organically and from pre-existing 
conditions such as a family history (NHIF, 1984; 
Robinson, Boston, Starkstein & Price, 1988);
v) Behavioral limitations may be characterized by a 
diminished capacity for social learning, 
behavioral rigidity, and disorientation (Lezak,
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1978; NHIF, 1984);
vi) Social limitations may be manifested in being less 
self-reliant, disliking company, and in not 
exercising self-control (Brooks &. McKinlay, 1983). 
There may be a lack of social perceptiveness or 
empathy (Cole, Cope & Cervelli, 1985; Feldman &
Fitzhenry-Bedard, 1987; NHIF, 1984). Individuals 
may also have poor planning and organizing skills 
and may lack initiative (Cole, Cope & Cervelli, 
1985 ) .
Compounding the problem in assessment of 
limitations is the reality that deficits may not show 
up immediately owing to inadequate diagnostic tools 
(Franks, 1984). This makes it extremely stressful and 
troublesome for both the survivors and families as 
there is so much about head injury that is uncertain or 
unknown. Recovery involves a complex interplay of 
compensation for neurological limitations, meeting 
social demands, integrating present and previous 
behaviours, and the recovering individual’s reaction to 
it all (Florian, Katz & Lahav, 1989).
Given the extent and totality of dysfunction that 
can accompany traumatic brain injury, it is
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understandable that the impact of this trauma can 
significantly alter individual and family structures. 
The difficulty is that most limitations will reveal 
themselves continuously and over the longterm. 
Recovery in this context has a chronic quality, 
punctuated by periodic crises as new problems must be 
mastered.
It is consistently emphasized in the literature 
that survivors and their families are equally and 
reciprocally affected by major disability or 
catastrophic illness, be it head injury or something 
else. As identified by Brooks (1984) and Franks 
{ 1984 }:
"rehabilitation services must now 
consider adopting the concept of the 
"head injured family” rather than solely 
the head injured patients” (Brooks, p.
144 ) .
"head injury is a family affair"
(Franks, p. Cl).
There will, too, be differences in the way that a 
family of origin or a family of commitment will be 
impacted.
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Fifty-three percent of individuals who sustain a 
catastrophic disability such as a head injury are 
single, have not married, and will have left their 
family of origin, around 53.5% (Ireys & Burr, 1984). 
Most are between the ages of twenty and twenty-nine 
years. In a manner analogous to persons with mental 
illnesses, two thirds of affected persons return to 
live with families (Intagliata, Wilier & Egri, 1988). 
There are three sets of life tasks that all family 
members must resolve post-trauma: individual, family,
and social tasks. They are interconnected and 
overlapping, and include emancipation issues for youth, 
developing a capacity for intimacy, and establishing an 
identity in society.
Family support positively impacts upon negotiation 
of these tasks in terms of both individual and family 
frameworks. Managing the disability to permit for 
individual and familial development is a tenuous and 
arduous process for all concerned (Ireys &. Burr, 1984). 
One of the under-attended areas of concern insofar as 
the support for the process is concerned are cultural 
and ethnic properties of affected families (Turnbull, 
Behr, Barber & Kerns, 1988)
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Karpman, Wolfe & Vargo 11984) conducted a study o 
the adjustment of survivors of head injury and their 
parents. The study sample consisted of 20 parents of 
ten persons who had undergone rehabilitation. They 
ranged in age from 17-24, were single, were in coma si 
hours or longer, had a PT£ of 24 hours or more, and 
were one to five years post-injury. There were ten 




2 . constant care and attention
3. religious beliefs
4. resistance, perseverance
5 . internal strength
6 . cohesion and cooperation in the family
7. external supports




1. physical exercise and cognitive 
stimulation
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2. struggle for acceptance of the affected 
member
These findings are supported elsewhere in related 
literature (Barry, 1984; Feeman &. Hagen, 1990;
Versluys, 1980). Central to adaptation to head injury 
is that both families and individuals are permanently 
changed. Pre-injury behaviours must be altered to 
successfully negotiate post-injury circumstances 
(Swiercinsky, Price & Leaf, 1987). The overwhelming 
opinion seems to be that the family system is thrown 
off balance by overall disruption in the unit, and 
realization, as noted, that the changes are permanent 
(Feeman & Hagen, 1990; Florian, Katz & Lahav, 1989; 
Malone, 1977). There are disruptions in continuity, 
and premature transitions, and the system must 
reorganize (Florian, Katz & Lahav, 1989; Lezak, 1978; 
Rolland, 1988; Tiegs, 1989). Premorbid crises can 
erupt to confound adjustment to the head injury event 
(Buchanan, 1981; Versluys, 1980).
How well the family adapts depends upon an array 
of determinants. These include such factors as what 
the life stages of each individual and family member 
are, and the point in the family life cycle with which
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the trauma coincides (Rolland, 1988). Parents, 
lifestyles and the home atmosphere changes.
Feeman & Hagen (1990) conducted a study on forty- 
eight (48) families. Twenty-four (24) of these 
families had a child with a seizure disorder, and the 
other twenty-four (24) had children who were healthy in 
similar age brackets. The siblings closest in age to 
the affected children were also studied, as were the 
siblings of the healthy children in the control group. 
Parents, children and siblings were interviewed. 
Siblings and children reported more negative changes in 
the experimental group. Children in this group were 
given less independence, and experienced more 
developmental problems, academic problems and medical 
complaints.
Families face an endless round of tasks in 
response to illness events. They are faced with making 
life and death treatment decisions, without adequate 
information and very little in the way of prognosis or 
treatment outcomes (Buchanan, 1981). Lifetime 
adjustments are the norm, without adequate community 
supports (Huege & Holosko, 1989; Newcombe, 1982).
The three-way focus mentioned earlier —
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individual, illness, and family -- must be examined in 
a typology consisting of onset, course, outcome, and 
degree (Rolland, 1988, p. -133). Processes related to 
the illness event compete with those of other life 
areas, and with competing life cycles. Within these 
processes, and between them, are clusters of competing 
needs (Turnbull, et al., 1988). Two types of event 
processes are central to these issues. A catastrophic 
illness or disability calls for family cohesion; this 
cohesion is referred to as a centripetal force 
(Rolland, 1988, p. 447). An adolescent leaving home, 
on the other hand, calls for the family to disengage —  
this is called a centrifugal process (Rolland, 1988, p. 
4-37). An illness event that happens to a launching 
adolescent sets up a competition between the two 
processes. One remains incomplete, and the other 
represents a regression, to be followed by a repetition 
of developmental events. This issue will be further 
addressed in the section of the literature dealing with 
adaptation, coping, recovery, and adjustment.
Medical problems and physical limitations seem 
secondary to the problems created by personality 
changes in survivors. Emotional and personality
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difficulties in survivors may be initially related to 
physical and functional changes. These changes alter 
the individual’s self-identity, and spread to other 
areas. From that point, there will be disruptions in 
relations and interactions with family members (Wright, 
1977). There is evidence to suggest that personality 
changes persist and cause stress for family members as 
long as five years after trauma (Florian, Katz &. Lahav, 
1989; Malone, 1977).
Vibeke-Thomsen (1974) conducted a survey involving 
the relatives of 37 males and 13 females who 
had sustained a head injury. The mean age of male 
subjects was 22 years, while the mean age of females 
was 26.8. Most had been injured in MVAs, and were 
followed up 12-70 months after trauma, with the mean 
being 30 months. Subjects reported that personality 
and behaviour changes presented the most problems. 
Affected members were likewise not aware of either 
being irritable, or regressing emotionally, both areas 
having been identified as most troublesome.
Oday. Humphrey & Uttley (1978) surveyed 14 
relatives of affected persons ages 16-39 years at one, 
six and 12 month intervals following head injury.
ii
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Stress was reported as being most acute at one month; 
there was some reduction at six months, and no 
reduction at 12 months. More than 50% of families were 
still experiencing stress, with 25% reporting severe 
depression. Problems were related to perceived 
personality changes and other perceived defects, and 
over concern for the future.
McKinlay, Brooks, Bond, Martinage & Marshall 
(1981) followed up with relatives of fifty-five (55) 
persons with head injury three, six, and 12 months 
post-injury. Subjects interviewed indicated that 
stress did not diminish over the three to 12 month 
period, and was reported to be related to mental and 
behavioral changes. In this study sample, 74% reported 
new personality alterations and adjustments after 
follow-up in a five-year period. Stress in such 
changes is supported by Malone (1977) and Romano 
(1974 ) .
Part of the stress that underlies family processes 
in post-traumatic recovery is the loss of an 
emotionally significant object (Versluys, 1980). 
Families must confront the survivor’s condition, and 
cope with ensuing changes. Loyalties are divided as
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members must attend to the injured person’s needs and 
to their own (Buchanan, 1981; Cole, Cope & Cervelli, 
1985). A significant problem is that families do not 
receive accurate or complete information regarding 
their loved one’s condition; families maintain some 
control and handle the residual issues better when told 
of the probability of problems (Boll, 1982; Leahey & 
Wright, 1987; Ligon, 1989).
In a study by Livingston, Brooks & Bond (1985), 
female relatives of male subjects with head injury were 
interviewed. The interviews were conducted at home 
three months post-injury. Female relatives showed more 
psychiatric problems. Krefting (1989), in an 
ethnographic study on head injury, found that families 
reported greater adjustment problems when the affected 
person was in denial. Other anecdotal, clinically 
based information (Bond, 1983; Lezak, 1988) has 
reported that family cohesion correlated with residual 
mental limitations among severely head injured members. 
Family acceptance and how they define the event will 
facilitate adaptation (Lezak, 1938; Martin, 1938). 
Consequences of the injury, problems, and adaptation 
responses of families will, in turn, impact on
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rehabilitation of the survivor (Diehl, 1984). This 
will be addressed in greater detail in the section of 
this literature review dealing with families and 
rehabilitation outcomes.
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Chapter 3 
FAMILIES AND ROLES 
This chapter has attempted to identify what the 
stress points may be for families and survivors in 
recovery. More prevalent problem areas, such as 
personality changes have been examined. Adjustment in 
respect to individual and family life cycle issues have 
been discussed. The persistence of traumatic stress 
has been measured both in the acute and chronic stages 
by different researches, and there seems to be support 
for its presence well beyond immediate recovery stages. 
In the next chapter, recovery for families will be 
examined in respect to role theory concepts.
One of the common themes in research literature 
related to families and disability is that the problems 
of impact and adjustment depend on a multitude of 
interconnected factors. Whether the trauma is 
incapacitating for the family is dependent on pre- 
trauma role demands, family structure, and family 
flexibility (Rolland, 1988); cohesiveness, family 
attitudes about disability and availability of social 
supports (Lezak, 1988). The family must sustain some 
continuity between past and present lives, both as
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individuals, and as a unit (Florian, Katz Sc Lahav,
1989). A critical means of accomplishing this is 
through role adjustment.
This section of the literature review will discuss 
role concepts as they relate to family members and the 
onset of trauma, and later adaptation. Two central 
themes will theoretically undergird this presentation: 
Helen Harris Perlman’s discussions on role and social 
persona, and the ’’sick role” theory of Talcott Parsons.
According to Perlman (1968), roles are the dynamic 
expression of status in a social system, and 
consequently an individual’s social security. Roles 
convey identity and a sense of belonging; as Perlman 
indicates:
"a socially recognized status and its role 
behavior offer anchorage in the social system” (p. 
50).
Even more critical are what Perlman calls vital roles, 
such as worker, parent or spouse. They are important 
as they involve a greater investment of oneself, have a 
greater emotional intensity, and call for gratification 
of both the self and another. They are entrenched in 
the personality, are significant to self-concept and
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interpersonal relations, and affect general well-being.
In terms of vital roles, there are rigid role 
interpretations between role occupants and their close 
role partners. Covert agreements are struck regarding 
how each person will behave and what behavior they can 
expect in return.
Changes in one member’s social role, through a 
disability such as head injury, will affect, in 
mutuality and reciprocity, the roles of other members. 
Role loss in one area likewise affects another, as 
vital role functions are multiple functions (Lezak,
1978; Rolland, 1988; Skipper, Fink &. Hallenbeck, 1977 ).
A parent’s experience will be different from those of 
spouses, siblings or children, and the emotions will 
also be different, whether the impact is direct or 
indirect (Florian, Katz & Lahav, 1989; Ligon, 1989; 
Wilier, Allen, Liss Sc Arrigali, in press) J Gender 
differences in adjustment adaptation and coping 
strategies for family members are not well 
differentiated and require further investigation, as 
well as what role ambiguities and role expectations
*The Authors have kindly released their paper for preview 
this thesis. It has been accepted for publication in the 
Archives of Physical Medicine and Rehabilitation in 1991.
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might also exist for this population (Wilier et al., in 
press).
A major crisis such as a traumatic brain injury 
(TBI) does not permit adequate preparation for those so 
affected, thus, giving way to a role crisis. The 
difficulty, according to Perlman (1968), occurs as 
follows:
"normal life event is felt as "crucial” when 
familiar ways of relating have been broken up and 
a new role has been entered into that has been 
inadequately anticipated or prepared for" (p. 31). 
Whether an individual adapts behaviourally to a new set 
of circumstances depends upon whether there is a 
positive outcome with the change. Sometimes, 
maladaptive behaviour may be adopted in response to a 
new situation because there is a social payoff in doing 
so. This leads into an examination of the sick role 
theory of Talcott Parsons. Parsons has extrapolated 
this theory from social role theory: People enact
certain roles as a reciprocal function to other roles 
that are based on societal expectations, such as girl- 
woman or father-son. In response to being labelled as 
disabled, people enact the sick role, usually within
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the context of two major relationships: doctor-
patient, and patient.-family (English, 1977 ). The 
reason why the sick role is inherently maladaptive 
rests within what Parsons has identified as the four 
behavioral presumptions undergirding it:
1. Sick persons do not have to be socially 
responsible, nor are they likewise accountable.
2. Sick persons are incompetent and must be taken 
care of.
3. Sick people should want to get well.
4. Sick people should seek medical advice and co­
operate with the experts (English, 1977, p. 329).
What this sets up is a cycle of dependency on the part
of persons affected by head injury and supported by 
families and professionals. There is a disincentive on 
the part of all parties to work with the individual and 
each other to focus on new levels of healthy 
functioning. The person must get sick to meet societal 
expectations and the family must join the conspiracy.
A person with a head injury is more likely to assume 
the sick role in acute phases of recovery (Long,
Gouvier & Couch-Cole, 1984). A catch-22 situation is 
likely to ensue, where overt recovery goals in
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rehabilitation are likely to collide with covert sick 
role expectations, and the recovering person is caught 
in a double bind. This will be addressed further in 
the section on families and rehabilitation.
Role disturbances and consequent adjustments will 
depend upon the nature and degree of dysfunction 
resulting from the head injury. Simply, greater 
psychosocial and physical functioning deficits will 
require greater role re-allocation for affected persons 
and families. With minimal incapacity, role 
expectations may or may not be significantly altered, 
whereas major incapacity calls for greater changes and 
may give way to role strain (Bishop, Epstein & Baldwin, 
1981; Rolland, 1988).
In a study by Malone (1977), open-ended interviews 
were conducted with twenty-five (25) family members of 
twenty (20) persons with aphasia. Family members 
included 12 wives, four husbands, three daughters, two 
sons, two sisters, one niece and one nephew. Affected 
persons numbered 20 —  five females and 15 males.
Eleven (11) of these persons resided at home. Findings 
were that role changes affected family cohesion in a 
negative way, and altered social life; they were
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e s p e c i a l l y  difficult if the person w a s  a  sole 
supporter. Children sustained an altered social life, 
loss of parenting, and school problems 1pp. 97-101).
Family size, and age distribution of members may 
limit role substitutions { I reys & Burr, 198-1 ,* Yersluys, 
1980). The survivors may return to the family to find 
that their roles are permanently filled, or that they 
have no role to replace the one that has been given 
away. It may have become important to the family that 
the member with head injury remain handicapped to 
satisfy family dynamics, what Minuchir. terms the "sick 
child" (Versluys, 1980, p. 107). What the person 
requires is a social role to return to with satisfying 
functions and accountability, not an ambivalent set of 
circumstances coupled with mixed messages (Bishop, 
Epstein & Baldwin, 1981; Versluys, 1980).
The parent-child subsystem sustains some effects 
in response to closed head injury that are related to 
the specific qualities of that set of dyads: mother-
father and parent-child. When the parent-child 
subsystem is involved, parents, especially mothers, may 
focus their energies onto the affected child. This 
response may evolve into what Minuchin calls "the sick
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child t.riad" (Versluys, 1980). Spouses and other 
siblings may feel neglected; in extreme cases, 
marriages may break down and siblings may become 
estranged from each other and the family unit (Ireys & 
Burr, 1984; Lezak, 1988; Mitiguy, 1990).
In closed head injury, children are usually 
adolescents and adults who are gaining independence. 
After recovery, the individual returns home at a time 
when parents are ready to retire; the parents face the 
burden of renewed dependency (Franks, 1984; Lezak,
1976; Rolland, 1988). Mothers are often closest to the 
child and feel the impact more severely (Farrell & 
Hutter, 1984; Lezak, 1988). Mothers may be 
particularly vulnerable to experiencing protracted 
denial. It is not clear precisely why this is so, 
although it is speculated to be a byproduct of 
protracted grief and care burdens (Florian, Katz &
Lahav, 1989; Mitiguy, 1990). More will be discussed on 
denial and care issues further in this review. Other 
problems mothers may have to deal with are social 
isolation, over-protectiveness, guilt, rejection, and 
unrealistic attitudes (Battle, 1974).
Insofar as whether mothers or other kin experience
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more difficulties, the research is tentative. Vibeke- 
Thomsen (1974) did a follow-up study of fifty (50) 
persons with TBI. Thirty-seven (37) were males, with 
an average age of 22 years. Thirteen (13) of the 
sample were females, with a mean age of 26.8 years.
All had survived motor vehicle accidents, and were 
followed up 12-70 months (M = 30 months) post-injury. 
All had a PTA of more than 24 hours. It was found that 
mothers of the sample were more able to accept changes 
in the affected person than spouses of the individuals. 
Reasons given for the difference in spousal attitudes 
concerned member personality problems, changeability 
and emotional regression. Relations were reported to 
be better between mothers and children than between 
spouses and partners, owing to role changes (p. 182).
McKinlay, et al. (1981) conducted interviews with 
relatives of 55 persons with head injury. Forty-six 
(46) of the sample were male, and nine (9) were female. 
All had sustained PTA of two days or more. All 
relatives were caregivers: thirty-one (31) were
spouses, fifteen (15) were parents, and ten of the 
parents were mothers. Interviews were conducted at 
three, six and 12 months post-injury. It was found
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that stress did not diminish over time —  70% of the 
subjects were stressed at 12 months. Stress was 
reported to be related to the cognitive-emotional 
problems of the survivor. It was reported also that 
parent-child relationships may be more resilient than 
husband-wi fe.
Livingston, Brooks & Bond (1985) conducted an 
assessment of fifty-seven (57) males with a female 
relative at home, at three, six, and 12 months, on 
psychiatric and social outcome measures. Results found 
in regard to female relatives were a higher incidence 
of psychiatric dysfunction, higher rates of social 
dysfunction, and a higher burden of care. No one 
relationship -- wives or mothers —  was found to be 
more vulnerable.
Parental adjustment is critical to the adjustment 
of affected members, as the set of attitudes and 
expectations of one group will influence those of the 
other. Goldberg (1981) conducted a study on ten (10) 
adults with physical disabilities, 20-29 years, who 
were disabled from childhood. Subjects were asked to 
report on their sexual identity. Subjects indicated 
that the denial of their sexuality by parents was a
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factor in their lack of sexual development.. Parental 
attitudes were reported to be repressive and 
controlling. Sex was not discussed or acknowledged, 
and relations were discouraged. In other research in 
this area, Gluekaupf & Quittner (1984) stressed that 
the attitude of parents was critical to the formation 
of a handicapped adult’s sexual identity. Generally, 
ambivalent feelings about a disabled person’s ability 
to assume or carry out adult roles can result in an 
infantalizing attitude toward them (I revs & Burr, 1984; 
Versluys, 1980). Sometimes, parents who are fearful 
and overprotective tend not to encourage individuality 
or independence, but docility and dependence (Henderson 
&. Bryan, 1984). Milestone events like marriage or 
college graduation are tough on parents owing to the 
reality that the task in the event may never be 
realized.
This review would not be complete without 
discussing the difficulties encountered if the survivor 
is a parent. The parent becomes similar to a child 
with special needs, and consequently, the parental role 
function is lost (Lezak, 1976; Rolland, 1988).
Children of affected persons may be ignored or
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neglected. Loyalties toward parents may be divided and 
the affected parent avoided. Acting out by children 
may also be a problem (Lezak, 1978).
One family kin system that seems under-attended is 
that of siblings to the survivor. Siblings are not 
only impacted by the event, but may be significant to 
post-traumatic adjustment. In terras of their 
relationship to their brother or sister, they are 
deprived of the basic source of behavioral modelling 
and social training ground provided by this subsystem 
(Buchanan, 1981; Feeman & Hagen, 1990; Lezak, 1988).
Siblings, as a result of intensified attention to 
the other member, have reduced parental attention, 
increased responsibility, isolation and increased 
dependency (Farrell & Hutter, 1984; Lezak, 1988).
Under the circumstances, siblings may be reluctant to 
express some of the feelings that they experience such 
as anxiety and fear (Farrell & Hutter, 1984). Sibling 
rivalries can emerge, owing to differences in 
discipline, expectations and parental attention.
Parents may be required to mediate sibling disputes 
(Barin, Hanchett, Jacob & Scott, 1985; Battle, 1974).
Research documenting the effects of disability on
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siblings is fairly recent and requires further 
investigation. Feeman & Hagen (1990) conducted a study 
on the impact of seizure disorder in a child on the 
family unit, with emphasis on sibling influence. The 
sample included twenty-four (24) families with an 
affected child, and twenty-four (24) families with a 
non-affected child. Siblings closest in age to the 
identified child were studied. Results indicated that 
both children in the affected group experienced 
academic difficulties, developmental delays, and 
somatic complaints, significantly more so than the 
children in the control group. Children reported a 
perceived, largely negative change in their family 
environment, owing to parental preoccupation with the 
illness of the affected child. Parents reported a lack 
of confidence in their ability to parent when they were 
interviewed as part of the study. Children identified 
parental anxiety, preoccupation, and absence as problem 
areas. Children in the affected groups were given less 
independence by parents than those in the control 
groups (p . 38).
More investigation is required insofar as the 
effects of closed head injury are on the marital
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subsystem. Three familial subsystems seem to be key to 
this type of trauma: marital, parental, and sibling.
Marital disturbances are critical, as this subsystem 
affects family stability (Noble et al. 1990; Turnbull, 
et al., 1988). Spouses are concerned with quality of 
life issues, and they seem to experience a subjective 
burden related to lost hopes. Upsets in social 
networks are more problematic for spouses, as family 
cohesion is more threatened. There is less social 
support available, and role assignments are more 
difficult (Liss & Wilier, in press, pp. 5-6).
Changes in the marital contract are an extremely 
difficult adjustment. Companionship, emotional and 
physical gratification, mutuality, reciprocity, loss of 
control, increased responsibility and more decision­
making are some of the stressors reported (Buchanan, 
1981; Butler & Satz, 1988; Florian, Katz & Lahav, 1989; 
Ireys & Burr, 1984).
Marital contracts have to be renegotiated, and 
like all family roles, are permanently altered (Ireys & 
Burr, 1984). The precise effects of catastrophic 
disability on marriage are unclear, as in divorce 
rates, but clinical evidence documents drastic family
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role alterations, and the danger of spousal desertion 
post-traunm (Bishop, Epstein & Baldwin, 1981; Ireys & 
Burr, 198-1; Lezak, 1976; Rolland, 1988; Versluys,
1980). Spouses are left in a social limbo; there are 
issues of unresolved mourning, needs are frustrated, 
and they cannot divorce with dignity (Lezak, 1978).
In studies of individuals with spinal cord injury 
(SCI), affected individuals were not as able to sustain 
employment, higher divorce rates ensued for couples 
with children, and individuals were less likely to 
marry post-injury (Liss & Wilier, in press). Other 
findings by the same authors were that older wives were 
less likely to divorce, and the most critical strain 
point was the first-year mark, when most services 
finish (Liss &. Wilier, in press).
Oddy, Humphrey & Uttley (1978) conducted 
interviews with fifty-four (54) relatives of persons 
with head injury, 16-39 years, PTA of 24 hours or more. 
Subjects were interviewed at one, six, and 12 months. 
The greatest amount of stress was experienced at one 
month. Stress was reduced at six months and there was 
no reduction at tvrelve months —  50% of the sample were 
still experiencing acute stress. Spouses were more
iiI
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stressed than parents, as the latter were more likely 
to share with each other. Stress manifested itself 
both physically and psychologically, and was related to 
personality changes and subjective burden {p. 519).
There is some evidence that the disruption of the 
wife’s role in a marital subsystem will strain the 
entire system (Lezak, 1988). In one study, Skipper, 
Fink & Hallenbeck (1977) interviewed thirty-six (36) 
disabled women, 21-60 years of age, and their spouses 
after the disability had occurred. For all subjects, 
the trauma had happened after marriage. According to 
sample subjects, becoming disabled had interfered with 
the women being able to carry out home-making duties. 
Women who were less disabled were expected to carry on 
their pre-trauma role performances, while roles were 
clearer for women who were more severely disabled. 
Companionship losses and reduced outside social life 
were difficult adjustments to make.
When the husband was the affected spouse, wives 
found it most difficult to adjust to the regression of 
their partner, and the ensuing care burden (Florian, 
Katz & Lahav, 1989). Certainly, there needs to be 
further investigation into what gender differences may
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be involved in post-traumatic recovery. Whether 
premorbid roles, either traditional or egalitarian, 
affect adjustment outcomes remains to be studied. One 
advantage that spouses may have over parents is that 
they are able to more realistically appraise the 
limitations of persons affected by head injury 
(Florian, Katz & Lahav, 1989).
Wilier, Liss & Arrigali (1990) conducted a study 
on the adaptation of husbands and wives to closed head 
injury. The method involved a family retreat, and vise 
of nominal groups. Subjects in the study consisted of 
20 husbands, 20 wives and 41 children. Average age of 
both husbands and wives was 39, with age ranges 21-61 
for wives and 22-55 for husbands. Couples averaged 14 
years of marriage, with a range of two to 32 years. 
Males ranged from 18 months to 18 years post-injury, 
while females ranged from 18 months to 33 years. Ten 
subjects had been injured in MVAs.
Husbands affected by brain injury identified loss 
of roles as husband, father and provider as most 
serious. It was important for these men to engage in 
activities that made them feel that they were 
fulfilling their role. Able-bodied wives identified
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l o s s  o f  emotional support, companionship and income as 
most, difficult. Able-bodied husbands felt that the 
loss of their wife’s autonomy was most difficult, and 
that, redefining roles was more helpful. For all 
subjects, role changes as in spouse and parent were 
primary problem areas. The authors point out that 
limitations in role performance are consistent with the 
World Health Organization’s definition of handicap (p. 
7). Interestingly, husbands in particular believed 
that they could only come to terms with the reality of 
their situation with the help of family members (p. 6).
What has been presented is an overview of the 
components of role theory and traumatic brain injury.
It provides some initial theoretical understanding to 
post-traumatic adaptation, coping and recovery 
adjustment. These concepts will be developed further 
in the next section.
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Chapter 4
FACTORS IN ADAPTATION. COPING. ADJUSTMENT AND RECOVERY 
In terms of understanding and evaluating 
adaptation, coping, adjustment, and recovery of 
families affected by head injury or other major 
disabilities, the focus of concern, according to 
Rolland (1988), must be the
system created by the interaction of a disease 
with an individual, family, or other 
biopsychosocial system (p. 433).
This has been alluded to previously in the section on 
general effects on families. When such a system 
encounters a catastrophic event that threatens its 
existence, two competing processes are set in motion. 
The system operates to ensure protection against 
damage, disintegration and loss, while at the same time 
enacting a restructuring mechanism employing new ways 
to solve problems and gain mastery over the new system 
(Rolland, 1988, p.435). Rolland likewise has 
identified three distinct phases that the family system 
progresses through during the course of the event: 
crisis, chronic, and terminal phases. Since recovery 
from head injury rarely gives way to a terminal phase,
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our discussion will centre around the first two.
Crisis phases, in the context of disability, 
involve dealing with illness, experiencing grief, 
forming a family definition of the disability, and 
reorganizing life activities in a responsive, flexible 
manner. Chronic phases are characterized by 
constancies with intermittent changes. Families make 
both psychological and organizational adjustments, and 
life is experienced as normal within the context of an 
abnormal problem (Rolland, 1988, pp. 439-440). 
Behaviour in crisis phases of illness invariably 
consists of less than optimal functioning. There may 
be several outcomes from this phase. Families may 
return to pre-trauma functioning, lapse into a more or 
less adequate pattern or shift into a dysfunctional 
crisis pattern (Bishop, Epstein &. Baldwin, 1981). 
Unresolved past crises, premorbid functioning, and 
previously unattended developmental tasks will 
resurface to impinge on present adjustment (Buchanan, 
1981; Rolland, 1988; Versluys, 1980).
As mentioned previously, certain sociodemographic 
conditions surround this type of event that confound 
adjustment. Most survivors are young adults, 20-29
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years, who have left their families of origin. A 
significant number of survivors have never married, 
around 53.5% (Ireys & Burr, 198-1, p. 185). The sice 
and composition of many families, having one or two 
adults (52.7%), and few children, means that the 
present-day family is ill-equipped to handle a member 
who becomes disabled (Ireys & Burr, 1984, p.186; 
Versluys, 1980). Survivors will, for the most part, 
return to live with their family of origin or with 
their family of commitment. They must repeat life 
tasks, such as emancipating from their family of 
origin, and at the same time build connections of 
intimacy based on mutuality and expressed caring. 
Families become, once again, the means and setting for 
social functioning.
How well the family adapts depends on several 
factors that can reliably predict general outcomes. 
Hill (1958) has written on family stress theory, and 
has developed the ABCX Family Crisis Model, based upon 
four primary characteristics:
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Figure 1: Hill’s ABCX Family Crisis Model
Hill has identified A, B, C, and X as generic features 
in the family system environment that positively 
influence coping and adaptation. In this case, the 
stressor event is the head injury and its aftermath. 
Other writers have elsewhere supported Hill’s four 
dimension model, outlining the critical nature of the 
stressor event (Florian, Katz St Lahav, 1989; Turnbull, 
et al. , 1988) such as the impact and extent of brain 
damage, the emotional, physical and emotional tolls 
(Hackler & Tobis, 1984); lack of understanding or 
nature of post-injury symptoms (Long, Gouvier & Couch- 
Cole, 1984). Family crisis meeting resources have been 
well attended in the literature, and they include the 
family as recovery experts (Freeman, 1981); family as a 
source of adaptation (N'ewcombe, 1982); patient and 
family coping skills and their reciprocal nature 
(Buchanan, 1981); availability of internal and external 
resources (Farrell & Hutter, 1984; Florian, Katz & 
Lahav, 1989); family communication (Farrell & Hutter,
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1984; Ligon, 1989; Martin, 1988; Wilier, Allen, Durnan 
& Ferry, 1990); giving up personal needs to deal with 
the crisis (Versluys, 1980); characteristics of family, 
its size and form (Turnbull, et al., 1988); family 
cohesion, adaptability and flexibility (Lezak, 1988; 
Martin, 1988); social supports (Lezak, 1988; Martin, 
1988), among others.
Immediate and ongoing counselling intervention is 
essential to help families maintain cohesiveness and 
entrench skills needed for adaptation. Family 
resources will positively influence coping and 
adaptation (Martin, 1988) and can predict long-term 
adjustment (Farrell & Hutter, 1984). Adjustment is 
constant and is lifelong, and this reinforces the need 
for crisis counselling (Buchanan, 1981; Huege & 
Holosko, 1989, p. 539). It is conceded in the 
literature that coping patterns, both functional and 
dysfunctional, are established in the first three to 
four weeks post-injury (Farrell & Hutter, 1984; 
Versluys, 1980). Therefore, intervention to ensure 
optimal functioning must begin early. This coincides 
with the optimal recovery period of one to six months 
for survivor functioning (Feldman & Fitzhenry-Bedard,
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1 987 ). It. is likewise conceded that the early post­
hospital period, if not the first year, is most 
difficult, for families in terms of isolation, mobility 
and time (Cole, Cope & Cervelli, 1985; Versluys, 1980).
The family’s crisis meeting resources include the 
six functional dimensions included in the McMaster 
Model of Family Functioning: problem-solving,
communication, roles, affective responsiveness, 
affective involvement, and behaviour control (Bishop, 
Epstein & Baldwin, 1981). The McMaster Clinical Rating 
Scale is used to assess family functioning 
environments, including hospital and home (Bishop, 
Epstein &. Baldwin, 1981; Rosenthal & Young, 1988). It 
has been recommended as a tool for assessment of the 
functioning of head injury families.
Much has been written about the way that families 
define catastrophic events, whether it be 
intellectually, emotionally, morally, or otherwise 
(Buchanan, 1981; Turnbull, et al., 1988). Pre-existing 
attitudes are critical to adjustment, in that families 
who have some positive interpretations may be better 
able to separate behaviours that have an organic basis 
from those that originate psychosocially, and may be
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less prone to magni f i cat. ion of family ronfl id as a 
result (Butler i Satit, 1988). If the family’s p r e ­
existing attitude toward disabled or head injured 
persons has been positive, in that they are seen as 
competent and capable, then this at t it tide is likely to 
be maintained in recovery (Butler i Satz, 1988; l.ezak, 
19SS; Martin, 1988; Versluys, 1980). In terms of use 
of external resources, the family is more likely to 
sustain cohesiveness and to seek social support if 
their premorbid history shows such indicators, as in 
reactions to other crisis or catastrophic events 
(Butler & Satz, 1988) .
Research on this aspect is indirect and limited. 
Malone (1977), in a study done on attitudes of 25 
family members with 20 persons affected by aphasia, 
identified the following in terms of family 
interpretation of the event: Family members expressed
guilt and felt responsible for the member; They saw the 
problem as punishment from God, and felt that they were 
not doing enough for affected members (p.88). In 
another study on adjustment of families and members 
with head injuries, residual mental deficits in 
affected members were most closely related to problems
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in family cohesion. This suggests that family 
adapt a Iion processes and survivor recovery may be 
linked. Newcombe (1982) compiled anecdotal material on 
post-traumatic adjustment in head injury families, and 
identified the following as positively meeting family 
needs: a supportive family and restructured family and
survivor social networks- The family was viewed as a 
source of adaptation.
The impact of head injury on families is felt in a 
variety of different life areas in a number of ways. 
First, there are the characteristics related to loss- 
shock, mourning and adjustment. More will be addressed 
in this area in successive sections. Emotions at the
point of trauma are very intense; as time goes on,
however, they decrease in intensity and stabilize.
More balanced and appropriate behaviour is exhibited by 
the member who has sustained a head injury. Too, it 
becomes increasingly apparent that family and survivor 
adjustment is similar. As the full extent of permanent 
change is realized, there is a tendency for the family 
to withdraw socially (Florian, Katz & Lahav, 1989).
At the time of trauma, information on the extent
of injuries, course of treatment and prognosis is hard
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to Lake in owing to shock; clear and accurate 
information is almost impossible to obtain. At. the 
same time, everyone is exporiencing a variety of 
confusing and conflicting emotions (Ligon, 1989). As 
stated previously, role changes are difficult and 
problematic for all concerned (English, 1977; Malone, 
1977). By far, the most critical changes in the 
survivor that families have to adapt to are, 
characterological and personality changes tCole, Cope & 
Cervelli, 1985; Florian, Katz &. Lahav, 1989; Lezak, 
1976). To some extent, families develop unrealistic 
expectations in response to what the medical profession 
conveys to them. If the family receives realistic 
appraisals and does not have to wait for them, then 
they are likely to be more responsive (Boll, 1982; 
Buchanan, 1981).
Two recovery phases have been identified in the 
literature: the acute phase, and the chronic phase.
During the acute term, survivors are likely to adopt 
the sick role in response to professional, familial, 
and societal pressures. This role was addressed in 
some detail earlier in this review. Chronic phases are 
characterized by less interest and support from
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external sources, and by both the survivor’s and 
family’s desire to resume former activities (Long, 
Gouvior & Couch-Cole, 1984, p. 42). Depending upon how 
well the family handles the crisis, they may revert 
into a situation where they expect the affected member 
to support and nurture them. Noncompliance with 
programs may also become a family issue (Versluys,
1980). Noncompliance will be explored in the 
successive sections on grief, loss and denial.
Finally, depression is common in families as a response 
to the increased care burden (Lezak, 1976).
Based upon clinical information, Rosenthal & Young 
(1988) have identified the following characteristics of 
families affected by traumatic brain injury. They 
include: enmeshment, over-protectiveness, rigidity,
lack of conflict resolution, and survivors being 
triangulated into parental conflict. The authors 
suggest that the PLISSIT therapeutic model be applied 
to these families: P, for permission; LI, for limited
information; SS, for specific suggestions, and; IT, for 
intensive therapy (Rosenthal & Young, 1988, p. 43). 
Owing to the optimum time limit identified for 
mobilizing coping and adaptation skills, therapy needs
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to be offered and engaged in as soon as possible.
After the initial impact is realised, families and 
survivors progress through grief and loss stages 
reminiscent of those identified by Kubler~Ross: shock,
denial, anxiety, anger, guilt, depression, grief and 
separation (Hughes, 1984). Bargaining, sorrow, 
depression, acceptance and adaptation follow (Hughes, 
1984; Martin, 1988;. This is supported by Bishop, 
Epstein & Baldwin (1981); Hackler & Tobis (1984);
Leahey &. Wright (198?); Mitiguy ( 1990); and Whitham 
(1990). Stages are not necessarily experienced in a 
consecutive manner, and survivors or families may move 
back and forth at any point.
In his work with orthopaedic patients who were 
interviewed, Kerr (1977) has observed that they 
experience a continuum of adjustment stages, including 
the aforementioned: shock; expectation of recovery;
mourning; defensiveness —  either healthy or neurotic; 
and adjustment (pp. 317-318). He observed that loss is 
both psychological and physical, and is a reaction to 
pevoianent alteration. This is supported by Whitham 
(1990). Kerr has observed, as well, that some denial 
in persons affected by catastrophic disability is
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normal and prevents decompensation, a view shared by 
Leahey & Wright (1987); Lezak (1976); Romano (1974); 
Skipper, Fink & Hallenbeck (1987). Denial will be 
addressed in greater detail momentarily, as it is one 
of the critical aspects of adaptation and recovery. 
Whitham (1990) has further elaborated on grief 
characteristics, specific to persons impacted by head 
injury. Anger is both organic, as directly emanating 
from the member’s brain damage, and is psychological 
origin. Whitham refers to psychological anger as a 
true grief reaction. Denial is both organic and 
psychological in nature. Survivors, and families 
achieve what she refers to as a degree of resolution 
that may take one to three years or longer to process 
but may always be accompanied by a degree of 
nonacceptance. This is supported by Leahey & Wright 
(1987 ).
Families acutely experience grief and mourning 
when their perceptions of the illness or disability 
impact on coping abilities (Leahey & Wright, 1987). 
They may see it alternately as a threat, challenge or 
test. Common characteristics in response patterns 
include feeling overwhelmed, engaging in collective
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denial, and moving between adjustment and other stages. 
There is no cleai— cut path here; crises can cause a 
resurge in grief, or it can be exacerbated by 
unrealized developmental milestones or other burdens; 
this leaves the family in a type of emotional limbo 
(Mitiguy, 1990; Turnbull, et al,, 1988).
Four major forms of loss have been identified in 
the literature, in conjunction with catastrophic 
illness or disability. They include:
1. Losses related to the individual’s morbid 
abilities (Carley, 1989);
2. Limits on future capabilities or ancillary losses, 
presented by the injury and related dysfunction 
(Carley, 1989; Lezak, 1988)-
3. Anticipatory grief, related to increasing levels 
of disability and perceptions of such (Morris, 
Morris &. Britton, 1988);
4. Alterations of previous relationships and 
increased social isolation, where the disability 
consumes the lives of caregivers and families 
(Morris, Morris & Britton, 1988; Swiercinsky, 
Price & Leaf, 1987).
Grief, in this situation, is both a response to
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loss and to recovery. It is not well managed in terms 
of disability; the losses in this event may be more 
difficult than in death. The reason for this lies in 
its chronic nature; chronic sorrow persists over a 
lifetime, is coupled with residual sadness, and lies 
dormant only to be awakened as developmental milestones 
go unrealized (Carley, 1989; Franks, 1984; Olshansky, 
1970; Worden, 1982). This sense of loss is not 
identical to that which accompanies death —  the degree 
and permanence are unknown, and grief is pre-empted in 
the hope of recovery of an emotionally important person 
who has been drastically altered (Mitiguy, 1990; 
Versluys, 1980). Families, when confronted with the 
reality, may prefer that the individual had not 
survived (Franks, 1984, p. C-23). In other cases, the 
magnitude of the loss may be too much to comprehend, 
and the family takes refuge in denial. Previous losses 
and past grief compound adjustment (Buchanan, 1981; 
Versluys, 1980); families may take up activities to 
avoid dealing with their grief.
On an existential level, persons dealing with 
catastrophic illnesses or health problems face a two­
pronged problem. They must, by the conventional
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requirement of society, mourn their loss (Wright, 19i'f>) 
and do so in a nonsupportive social reality (Stephenson 
& Murphy, 1986). Society reflexivcly suppresses or 
separates anything that suggests death. Individuals 
and families must deal with changes in self-image, and 
death of the potential self, as addressed earlier.
They must grieve, re-adapt, and adjust to a new self- 
image that is less valued. Both individuals and 
families reflect this negativity to each other, and a 
reciprocal devaluation ensues. Chronicity of the grief 
event becomes entrenched (p. 14*4).
The phenomenon of denial is both emotional and 
cognitive (Franks, 1984), and it may manifest in verbal 
or other fantasies about the affected person’s 
recovery. Neither families nor survivors are able to 
accurately or realistically assess the individual’s 
performance. Denial for both the survivor and family 
can have the following characteristics:
1. It helps avert a catastrophic psychological 
reaction, maintains equilibrium, helps the 
individual to integrate present and past and 
tolerable ambiguity;
2.' It may indicate that the family is aware of the
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reality of disability, but that they cannot deal 
with either its presence or the feelings it 
provokes.
3. It is not useful in long-term adjustment
(Henderson &. Bryan, 1984; Lezak, 1976; Romano, 
1974; Skipper, Fink & Hallenbeck, 1987).
Initial denial and denial of prognosis is quite common. 
It functions as a defense against fear (Buchanan,
1981), helps to preserve family stability, and 
maintains individual role function (Rosenthal & Young, 
1988). Short & Wilson (1977) collected anecdotal 
information on families with a member on haemodialysis 
for kidney disease. Denial appeared, from their 
observations, to have three functions: 1) It was a
response to the difficulty in requiring a life- 
sustaining measure like haemodialysis; 2) It may have 
been traced to an organic issue in the survivor; 3) It 
was a response by the family to grief and adjustment 
tasks (p. 392 ) .
Organic denial, or anosognosia, is a confounding 
problem. Simply, it is the real or imagined ignorance 
of disease or disability on the part of the affected 
member, a combination of flawed comprehension and
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defense against pervasive impact (Hnckler K Tohis,
1984; Wright, 1977). Nathanson, Bergman & Gordon 
(1977) conducted a study on denial in patients with 
hemiplegia, primarily on anosognosia. One hundred 
patients were interviewed, using an open-ended, 
structured format. Subjects ranged in age from 29-86, 
with the mean being 61 years. They found that 28 
patients fluctuated from awareness to total denial, 
while 23 engaged in total denial. Forty-eight subjects 
had an accurate perception of their illness. No verbal 
contact was made with 24 of the subjects (p. 381). 
Denial seemed to be linked to the presence of 
disorientation. One third of the sample who were in 
denial were confined to the psychiatric ward, compared 
to one ninth of those who were not in denial. The 
presence of aphasia was a factor. Interestingly, 29% 
of the denial cases had a relative who was also in 
denial (p . 385).
It is not clear when denial becomes pathological 
—  it may be tied in with guilt, over-protectiveness, 
and dependency (Bishop, Epstein &. Baldwin, 1981).
Franks (1984) comments on the importance in not 
conveying a premature judgement of patient to family --
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
65
this can pcrpt'Luate denial if the perceptions are not 
congruent., or the tinting of the information is off (pp. 
C-24 to 025). Denial seems to be a critical factor in 
the adaplation-recovery dynamic. If it persists in the 
survivor’s family, then the incongruent goals and 
unrealistic expectations of the family may lead them to 
inadvertently sabotage realistic treatment plans 
(Butler & Satz, 1988; Gobble & Pfahl, 1985; Martin,
1988; Versluys, 1980). At the very least, families may 
be unwilling to participate or to comply with treatment 
(Divack, Herrle & Scott, 1985) as they wish to preserve 
stability. As a result, they are unlikely to develop 
or use compensatory strategies. They cannot perceive 
their relative’s situation, and cannot plan for the 
future (Rosenthal & Young, 1988). Lesser forms of 
denial occur, such as denial of feelings, or denial of 
the reality that the individual has not improved in 
some areas. Denial of improvement is perceived as a 
rejection of the head injured member; in another way, 
initial improvement levels tend to be good and the myth 
of escalating improvement is created. Family, friends, 
and doctors may collude with this myth (Lezak, 1976).
Research on the presence of and persistence of
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denial in head injury families is limited. Romano 
(1974) undertook social work observations of 13 
families of patients with traumatic brain injury over a 
four-year period. Six subjects had short-term contact 
and seven had long-term contact, from seven months to 
four years. Protracted levels of denial were found 
among family members. There was negligible movement 
from denial to anger, even with availability and use of 
counselling (p. 2). Family life centered around the 
affected member, with other members defending the 
member’s normality. There was a reduction in social 
contacts with nonfamily members. Members who did not 
participate in denial were troubled by emotional 
disturbances. Persons with TBI often colluded in the 
familial denial process (p. 4). As to why this was, 
Romano concluded that:
i) the family was preserving a myth of recovery;
ii) that without a bodily death, the family could 
not and was not supposed to mourn;
iii) that a personality death was too hard to bear 
(p. 4).
These conclusions are supported elsewhere by Hughes 
(1984), Mitiguy (1990) and Romano (1974).
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Adupt-at j on and recovery calls for the integration 
of illness with other life areas. The family must 
resolve the tension alluded to in previous sections 
when events calling for family closeness and those 
calling for family disengagement collide and push the 
family into transition (Rolland, 1988, p. 448).
Families must juggle individual and life tasks, work 
out new roles, resolve stress and develop and work 
toward revised goals (Farrell & Hutter, 19S4; Versluys, 
1980). Successful adaptation means meeting emotional 
and physical demands (Buchanan, 1981); balancing 
survivor dependencies by assisting rather than 
controlling (Florian, Katz & Lahav, 1989; Henderson & 
Bryan, 1984); and maintaining an optimistic attitude 
and accepting the event (Florian, Katz & Laha%', 1989; 
Martin, 1988). Some integration of pre-injury and 
post-injury behaviours has to occur for both survivors 
and families —  organic factors related to the head 
injury survivor make this process a difficult one 
(Florian, Katz & Lahav, 1989; Swiercinsky, Price &. 
Leaf, 1987).
There is a need to train family members to 
interact using behaviour management techniques, as
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early family adjustment facilitates later adjustment. 
Families must be part of the process to ease the 
transition (Divack, Herrle Scott, I985 ; Muckier A 
Tobis, 1984 ). Gender differences in grief and recovery 
need to be explored, as they may leave members 
polarized (Mitiguv, 1990).
Adjustment, adaptation, coping and recovery 
research has been recent, and the outcomes seem 
encouraging. Karpman, Vargo & Wolfe 11986) studied 
recovery factors in 20 parents of ten persons with head 
injury who had undergone rehabilitation. The survivors 
were 17-24, single, had a coma six or more hours and 
PTA of at least 24 hours. Subjects were one to five 
years post-trauma. Video interviews were made and 
analyzed by two raters. Themes that emerged included 
having a positive attitude, hope and optimism; constant 
care and attention for the survivor; religious belief; 
internal strength; family cohesion and cooperation; 
external supports; guidance and advice for the 
survivors, and over-protectiveness.
Wilier et al., (1990) conducted a study on 13
males with head injury, 13 moms, and seven siblings. 
Affected members ranged in age from 14-25 years, with a
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mean age of 20. They were at least 18 months post.- 
injur-y, and resided with parents. Mothers’ mean ages 
were -17 years and the mean age of siblings was 17 
years. Mothers coped by accepting personal 
responsibility, being committed to the child with head 
injury, and were willing to accept changes, especially 
in their child’s personality. Moms maintained a 
healthy outlook, encouraged the child with TBI to 
socialize, felt communication was important, and felt a 
duty to educate the public. Siblings coped by- 
suppressing feelings and frustrations, becoming more 
educated on head injury, becoming assertive, spending 
time with the sibling and communicating with family.
In another study, Wilier, et al. (in press}” 
examined the coping strategies of married men and women 
with traumatic brain injury, and their able-bodied 
spouses. Subjects included 20 men and 11 women who 
were one and one half years or more post-trauma.
Husbands with TBI identified the following as important 
to their coping:
'At the time of review, this article was being prepared for 
publication in the Archives of Physical Medicine and 
Rehabi1itation. The author gratefully acknowledges Dr. Barry 
Wilier and his colleagues for releasing the findings.
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1. Ho inw; i n c l u d e d  in f a m i l y  d e c i s i o n s .
2. .n d e r s t  a n d  i ng t. ho corn'orns o f  o t h o r  m e m b e r s .
3. B e i n g  i n v o l v e d  in o u t s i d e  a c t i v i t i e s .
1. B e i n g  a b l e ,  w i t h  the h e l p  of f a m i l y  m e m b e r s ,
to r e a l i s t  i c a l l v  a p p r a i s e  t h e i r  1 imitat ions.
5. Using memory aids.
W i v e s  o f  h u s b a n d s  w i t h  T B I  i d e n t i f i e d  t h e i r  c o p i n g  
s t r a t e g  i e s :
1. Having an optimistic, realistic attitude.
2. Becoming assertive.
3. Time out for self.
4. Family and couple outings.
5. Using memory aids.
Families and Rehabilitation Outcomes
It seems clear from the literature that the 
responses of families have an impact on the course and 
outcome of rehabilitation, as well as on prevention and 
recovery {Bishop, Epstein &. Baldwin, 1981; Leahy & 
Wright, 1987; Malone, 1977). Rehabilitation is defined 
as a ’’...process whereby a person with a physical 
disability seeks to gain or regain independence or 
autonomy in different areas of functioning” (Campbell,
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Jackson it Jeglic, 1989, p. -1-17). There has been some 
writing as to the relationship between a person’s 
attitude regarding their disability and progress in 
physical and vocational rehabilitation (Kerr, 1977), 
and the family is thought t.o support and reciprocate in 
the process. There are four key reasons for this, and 
they arc:
!. That the family and the survivor have intricate 
psychological and behavioral connections.
2. The connections have been well established over 
t iroe.
3. A change in one results in a change in the other.
•1 . Families are unique (Rosenthal fit Young, 1988).
Elsewhere, the importance of family support, its 
mutuality, and the sense of security it provides are 
supported (Campbell, Jackson fit Jeglic, 1989; Henderson 
Ac Bryan , 1984 ) .
Mauss-Clum fit Ryan (1981) conducted a study on 30 
family members of male patients with traumatic brain 
injury. Subjects completed a mailed survey on survivor 
recovery factors. It was found that patients with 
ongoing family support were reported to have progressed 
further (p. 165). A combination of supportive methods
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wore employed, including support groups and «dvin-;u\v. 
Discussion centred around the effects and treatment of 
head injury, finances, family react, ions, and coping 
aids. In the study cited previously by Karpman, Wolfe 
& Vargo (1986), with a sample of 20 parents of persons 
with head injuries, family support was felt by 
respondents to have a positive outcome on 
rehabilitation. Families aided members in physical and 
cognitive stimulation (p. 140).
From a productive standpoint, families provide 
invaluable information. They can track patient symptom 
self-reports and evaluate their seriousness. Families 
can advocate, caretake, make decisions, and function as 
a therapeutic agent (Intagliata, Wilier it Egri , 1988; 
Rosenthal, 1989). Parente & Anderson (1984) contend 
that family support systems should be included as an 
assessment variable when making a determination for 
cognitive retraining funding. T^hey perceive the family 
as an essential motivation enhancement source and 
valuable team member (p. 20). Gobble & Pfahl (1985) 
concur, seeing family support as critical to career 
development. In a study of 20 head injury survivors 
and their level of life satisfaction, Huege (1988)
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
Toiind that. the support of family members was perceived 
as being the most important of social supports.
Research suggests, too, that families can have a 
negative outcome on rehabilitation outcomes, in as 
powerful a manner as their positive impact. Involving 
the family in rehabilitation helps to facilitate 
reconstruction and provide hope during plateau periods; 
however, if the family is too overprotective, this can 
discourage rehabilitation (Versluys, 1980, pp. 104- 
105). This is supported by Henderson & Bryan (1984). 
Perez &. Pilsecker (1989), in their clinical work with 
individuals who are spinal cord injured, observed 
behaviours they categorized on a continuum from over­
dependency to over-achievement, in response to family 
involvement. Adaptation was, for this group, fairly 
uneven.
In studies on the rehabilitation of disabled 
children, parental behaviour is thought to be the 
critical factor in influencing a child’s behaviour 
(Battle, 1974; Versluys, 1980). In a study conducted 
by Goldberg (1981), ten physically handicapped adults, 
20-29 years, and disabled from childhood, were asked to 
report on their sexual identity. The respondents
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indicated that tin- denial of their sexual itv by parents 
was a factor in their lack of sexual development • 
Gluekaupf A Quittner (198-1) have also stressed the 
attitude of parents as critical in the formation of a 
handicapped adult’s sexual identity. Ambivalent 
cittitudes about the survivor’s ability to assume or 
carry adult roles can result in an infantalizing 
attitude toward them (Ireys & Burr, 1984; Versluys,
1980 ) .
One of the central problems that families 
encounter, and that may distort their perceptions, is 
their expectations for recovery. Unrealistic 
expectations can be a by-product of the grief and 
mourning process (Barry', 1984). This is colluded by 
the medical profession, who tend to present a distorted 
picture and do not give very much useful information 
regarding symptoms or outcome (Boll, 1982; Long,
Gouvier & Couch-Cole, 1984). Noncompliance is part of 
a family-rehabilitation team dy'namic and may signal a 
need that rehabilitation needs to focus on a return to 
normal activity (Versluys, 1980, p. 106, 111). In some 
cases, the rehabilitation team may compete for 
influence over the survivor (Versluys, 1980).
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It. is traumatic for families to realize that 
rehabilitation for their loved one is longterm, even 
Lifelong (Swiercinsky, Price & Leaf, 1987). Families 
need to be involved in care planning from the 
beginning. They need to be trained prior to discharge, 
as they must of necessity, and largely unsupported, 
carry on rehabilitation tasks (Cole, Cope & Cervelli, 
1985; Divack, Herrle & Scott, 1985; Leahey & Wright, 
1987; Ligon, 1989). The most rapid recovery is within 
the first three to six months after PTA; it levels off 
after the 12-24 month period (MHABDC, 1987). Families 
are identified, be they supported by community-based 
services or otherwise, as the critical participant in 
case management of clients in head injury and other 
disability groups (Farrell & Hutter, 1984; Huege St 
Holosko, 1989; MHABDC, 1987). There is some concern 
that families and head injury survivors who are left 
without adequate supports post-discharge do not 
maintain rehabilitation routine structures; affected 
members sustain losses in cognitive and social skills, 
and are less independent. Families are stressed out by 
the enormity of their supportive function (Cole, Cope & 
Cervelli, 1985).
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This represents a brief overview of some of the 
critical issues surrounding families and 
rehabilitation. It appears that family impact is 
significant to survivor recovery regardless, either 
positive or negative, of its quality. Longitudinal and 
outcome research is needed in head injury recovery to 
better determine the nature and duration of impact.
Much of the available research relies on anecdotal 
methods, and there needs to be quantitative, 
standardized measures taken to more accurately assess 
recovery.
Families and Caregiving
There are two key tasks that caregivers must 
accomplish in post-traumatic adjustment with any member 
affected by head injury or other disabilities. They 
must overcome day-to-day problems of the disability, 
and do so in a manner that permits the individual 
members and the family unit to progress developmentally 
(Ireys &. Burr, 1984, p. 191). Additionally, the 
caregivers must have their individual needs met. Not 
all families have resources adequate for full-time 
caregiving. The capacity for caregiving depends on how
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close relational ties are, willingness to give care, 
hut in a way that does not discourage independence or 
reinforce helplessness (Versluys, 1980, p. 105). 
Unfortunately, caregivers take on too many tasks of 
people who are disabled and make them maladaptively 
dependent (Bishop, Epstein & Baldwin, 1981). Often, 
the caregiver is the primary suurce of emotional 
support (Florian, Katz &. Lahav, 1989).
There is some clinical evidence that family 
members who take on the burden of care for a member 
with TBI suffer from chronic depression, mostly in 
response to the emotional burden (Lezak, 1976).
Burdens are particularly heavy for primary caregivers 
who may experience feelings of being trapped, or 
isolated. Other family members may criticize, and 
survivors may be verbally, emotionally, or physically 
abusive. Caregivers may worry about their ability to 
love, or their own self-worth, or they may be plagued 
by anxiety attacks or other such disturbances. In 
extreme cases, caregivers may lapse into a deep 
depression, resort to substance a. use, lose their will 
to live or be actively suicidal. In a study on 
caregivers of persons with dementia, Morris, Morris &
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Britton (1988) found that, higher levels of depression 
in caregivers were related to losses in intimacy and 
control over one’s life. More practical problems 
include the loss of earning power, as the caregiver may 
be unable to work as much because of caregiving 
responsibilities (Noble, Conley, Laski & Noble, 1990, 
p . 5 ) .
In some cases, the caregiver can become so strong 
that the dependents can lose their personhood (Hanks & 
Settles, 1988; Steinmetz, 1988). More attention may 
need to be given in relation to ethical behaviours in 
family caregiving situations. The caregiver can 
overpower and dominate the recipient, taking away self- 
determination and decision-making power. Setting 
limits on the caregiving role is imperative in what is 
termed the reconstruction or active rehabilitation 
phase —  during the first year following trauma. 
Independence on the part of the affected person must be 
actively encouraged.
Caregivers are most often wives, mothers, or 
female relatives; adjustment for them is difficult 
because the burden of care is bestowed on them. These 
women are prone to a major depression within the first
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yr-ar posl-trnuma (Florian, Katz & Lahav, 1989; Liss & 
Wilier, in press; Livingston, Brooks & Bond, 1985). 
According to Lozak (1988), the primary caretaker bears 
a bigger burden, and there may be cultural differences 
based upon how the caregiver role is perceived (p.
113). The critical factor seems to be that the 
caregiving role is bestowed, not chosen; demands in the 
role invariably exceed expectations (Hanks &. Settles, 
1988) .
Oddy, Humphrey & Uttley (1978) conducted 
interviews with 54 relatives at one month, six months 
and twelve months post-trauma. They found that parents 
tended to share the care burden, and were thought to be 
more willing to take on the caregiver role than were 
spouses. Incidences of psychosomatic illnesses were 
also reported.
Franks (1984) has noted that the care burden of an 
injured member most often occurs when parents are at 
the time of retirement. The survivor returns home, 
support dwindles, and the caregiver -- usually the 
mother —  is overloaded and burdened by care (pp. C-26 
to C-27). Elsewhere, Battle (1974) observes that 
bonding between parent and child is partially disrupted
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by caregiving fatigue and stress. Parents cannot 
attend to either the child's intellectual or social 
development; care is done for, not with, the child (pp. 
71-72).
Hanks & Settles (1988) observe that the level of
stress and strain felt by a family will depend upon how
they morally define that situation. This psychic
definition —  reframing —  is noted likewise by Leahey
& Wright (1987) who suggest three ways of defining the
problem: as a threat, challenge, or test. Martin
(1988) supports the moral consistency theory, saying
that better adjustment is likely if the caretaking
event is accepted as a natural family responsibility.
Hanks & Settles (1988), in an analysis of the Roswell
Gilbert case suggests that the ethics of home care
must be examined at three levels: i) What individual
self-perceptions are on the part of caregivers on
dependence; ii) What role performances were before
trauma, and; iii) How family confronts society (pp. 10-
/11). They contend that an assessment of these factors 
can predict adjustment in a caregiver situation.
^Roswell Gilbert is a 71 year old Florida man who shot his 
wife, who suffered from Alzheimers disease, and for whom he was 
the primary caregiver.
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Morris, Morris & Britton {198S ' , in a study on 
caregivers of dementia sufferers, have identified three 
categories of risk factors for stress in this sample. 
They include a poor past relationship with the care 
recipient, a poor sense of self-control on the 
caregiver’s part, and a lack of social support. 
Caregivers who reported a strong emotional bond to the 
recipient experienced less emotional strain. This bond 
was based on previously high levels of relational 
intimacy. However, higher levels of previous intimacy 
seem to exacerbate levels of depression in some 
caregiving (Lezak, 1988). Morris, Morris & Britton 
(1988) also found that less strain was reported between 
caregiver and recipient with closer emotional bonds (p. 
151); that perceived loss of control on the part of 
caregivers was related to higher levels of depression 
and self-blame (p. 152); and that less depression and 
strain was reported when informal social supports were 
in place (p. 153).
In a Canadian study, Graffi (1990) surveyed 67 
family caregivers in regard to stress and head injury. 
Seventy percent (70%) of the sample were female, with 
56% being mothers. Sixty-four percent were parents,
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67% were married and 21% were spouses. The mean age of 
-ospondents was 44 years. Fifty percent had post- 
'condary education, and 54% had incomes greater than 
$30,000 per year. Most of the care recipients were 
males (70%} with a mean age of 29 years. Seventy-five 
percent had been injured in MVAs, and the average time 
post-trauma was two years. Respondents were surveyed 
using five standardized questionnaires and anecdotal 
information Graffi found that increased stress was 
associated with:
1. Dependency and management
2. Limits on family opportunities
3. Life span care
4. Physical limitations
5. Preference for institutional care
6. Person’s burden
Contrary to other findings, Graffi found that physical 
limits .were more of a problem than cognitive ones.
More of the affected persons (66%) received physical 
injuries.
Graffi found in this sample that the following 
were stress predictors:
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a) For persons with head injury








iii) outside resources -- agency, family 
support
iv) other factors, such as time post-injury 
and other family stressors
Morris, Morris & Britton (1988), in their look at 
spousal caregivers, found that a loss of intimacy 
between partners was correlated with increased levels 
of caregiver depression, but not with strain.
Behavioral scales were used to measure past and present 
levels of intimacy; these scales were self-administered 
by respondents. Martin (1988) has reported that 
personality changes in husbands with head injury have 
been related to higher levels of depression.
Depression rates for caregivers have increased in some 
cases as self-absorbtion and withdrawal of their
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dependents has increased (Morris, Morris & Britton,
1988 ) .
A lack of caregiver participation in survivor 
rehabilitation is attributed to the fatigue and stress 
in demands of the relationship (Battle, 1974; Gobble & 
Pfahl, 1985). Owing to the amount of time expended on 
activities of daily living, there is no time to attend 
to higher level psychosocial or cognitive remediation 
for the survivor. In extreme cases, stresses in these 
elementary activities can contribute to highly 
pathological reactions when coupled with significant 
functional losses. In the case of one caregiver, 
Roswell Gilbert, it has been speculated that the 
demands of the role drove him to murder his wife; these 
aspects were aggravated by his loss (Hanks & Settles, 
1988).
Families in caregiving relationships must confront 
society, and in their caregiving role they must 
sometimes make life and death decisions. Families, as 
stated earlier, must define their situation and 
sometimes it means that they must determine the 
personhood of the dependent. It remains to be 
determined whether this is the family’s right in light
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of diminished capacities. Likewise, it implies 
understanding how tied in this definition is to the 
caregiver’s self-perception, and how the two interact.. 
There is some agreement in the literature that the 
caregiver’s feelings of unresolved grief affect the 
survivor’s, and that one must be sufficiently resolved 
to permit for the progress of the other (Gobble &
Pfahl, 1985; Ireys &. Burr, 1984; Lezak, 1988). 
Resolution of such grief must be done knowing that 
grief is permanent (Carley, 1989; Olshansky, 1970).
Ethicists must work with families who face the 
task of making life and death decisions without 
adequate preparation or information. They cannot be 
objective and their perceptions of the situation are 
likely to be distorted (Steinmets, 1988). The impact 
of caregiver strain on ethics is central to the need 
for social work intervention. The care recipient 
undergoes such a pronounced degree of dependency so as, 
in pathological instances, to overshadow basic 
personhood. Issues that must be considered as to their 
potential volatility are: loss of control; impact of
grief and loss; loss of role mutuality; quality of life 
for all parties and the family as a unit; the family
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moral code, and altered role demands (Hanks & Settles, 
1988 ) .
Morris, Morris & Britton (1988) have found that 
the stresses of daily living are lessened with the 
availability of community resources. This is supported 
by Ligon (1989) and the MHABDC(1987). Franks (1984) 
underscores the need for respite and emphasizes that 
parents cannot provide what is needed; Leahey & Wright 
(1987) concur with the respite need. Lezak (1978) 
suggests that caretakers must accept the emotions they 
feel as natural. They must take care of themselves, 
accepting outside help and advice when necessary. They 
must have faith in their own judgment, and need not 
feel guilty when care does not result in improvement.
Services for Families
As noted elsewhere, rehabilitation involves 
gaining or regaining independence or autonomy 
(Campbell, Jackson & Jeglic, 1989). However, most 
programs are focused on physical recovery, and not as 
much on social or psychological disturbances, although 
these problems can be most acute and long-lasting 
(Cole, Cope & Cervelli, 1985). From the earliest post­
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injury stages, there exists a need to train family 
members in the same behavior management program skills 
as used by the professionals (Divack, Herrle & Scott, 
1985 ) .
All participants, including families, must be 
aware that the rehabilitation team sets the 
psychological tone —  either a one up power 
differential, or equal participation —  that affects or 
impedes the process (Kerr, 1977), One of the key 
problems in rehabilitation is the struggle over 
professional domination. Usually, there is a medical 
emphasis, with up to nine allied disciplines involved 
(Campbell, Jackson & Jeglic, 1989). Consensus is 
difficult to achieve, and there is a n*.ed to coordinate 
the team process; conflict resolution and team 
decision-making must be successfully negotiated 
(Abramson, 1990). Participants must consider the 
condition of the affected individual, discharge 
planning, families in crisis, advocacy, and what is in 
the best interests of the client (Abramson, 1990; 
Campbell, Jackson & Jeglic, 1989).
Service networks, be they inpatient or community- 
based, are impersonal and do not provide an adequate
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amount of information to families (Buchanan, 1981).
Most writers, like Noble, et al. (1990), feel that the
present service system must be reoriented. Among the 
1 i ini tat. ions are: i) a lack of knowledge or awareness
of TBI ; ii) uneven resource availability, and; iii) 
nondynamic systems, or intrasystemic connections. 
Families become discouraged from efforts to access the 
system, or they become burned out trying to negotiate 
it. Service users will drop out from needed therapies 
rather than exhausting all efforts doing so. Often, 
this phenomenon occurs during the first year of post- 
trauma. Either that, or most services will end after 
this time (Liss & Wilier, in press).
It is well noted that head injury survivors -eturn 
home without adequate supports for themselves or 
families, often at the expense of newly acquired skills 
(Cole, Cope & Cervelli, 1985; Hackler & Tobis, 1984). 
Whatever follow-up services do exist, the family must 
be involved in planning from the beginning (Hackler & 
Tobis, 1984). What happens in the absence of head 
injury appropriate services is that clients get 
referred to services designed for other target groups, 
such as mental health services. Head injury invariably
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involves multiple disabilities, and a one-problem focus 
does not adequately address total needs (Cole, Cope & 
Cervel1i, 1985).
Cole, Cope & Cervelli (1985) have reported on the 
outcomes of a day program for persons with TBI at the 
Santa Clara Medical Center in California. Families 
were actively involved, and data for the years 1975- 
1981 were examined. Of 95 students, 47% attained a 
functioning level that allowed them to be referred to 
other programs. Ninety-five percent graduated from the 
program, and stays ranged from one to 12 months. All 
participants were judged to be severely disabled, 
according to the Glasgow Outcome Scale. Fifty-four 
percent of students lived at home; 24% were in nursing 
homes, and 11% were housed in board and care homes, 
still with behavioral and cognitive difficulties.
Families and survivors require a continuum of care 
from the point of trauma to community re-entry, with 
standards for service delivery and evaluation (Huege & 
Holosko, 1989; OHIA Executive Summary, 1989). Among 
the services that should ideally be part of this 
continuum, the following have been identified in the 
literature:
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
90
* advocacy (Huege & Hclosko, 1989; MHABDC, 1987)
* case management (OHIA Executive Summary, 1989), 
preferably by social workers (Huege & Holosko, 
1989; Mitiguy, 1990)
* community-based services (MHABDC, 1987)
* counselling -- within three to six months of 
injury (MHABDC, 1987); outpatient and crisis 
(Huege & Holosko, 1989); individual/parent and 
family (Hohenshil & Humes, 1979)
* education (Ligon, 1989); for family (MHABDC, 
1987; OHIA Executive Summary, 1989)
* financial services
* home care (MHABDC, 1987)
* legal services (Ligon, 1989) for guardianship, 
conservator and settlement issues (Campbell, 
Jackson & Jeglic, 1989)
* outreach services (MHABDC, 1987)
* psychological testing (Hohenshil & Humes, 1979)
* recreation (Martin, 1988)
* respite care (Ligon, 1989; MHABDC, 1987)
* support —  peer (Ligon, 1989); groups, lifelong 
(MHABDC, 1987; OHIA Executive Summary, 1987) and 
interventive; social. (Martin, 1988)
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* supported living (OHIA Executive Summary, 1989)
* travel
It is evident that "head injury families" (Le/.ak, 
1988) must be offered counselling, ideally from social 
workers trained in this type of intervention milieu, as 
early as possible. Counselling serves a preventative 
measure in regard to the family accepting permanent and 
ongoing problems, both alterations or complete changes. 
In the initial stages, families are compelled to make 
life and death decisions. Under the strai.. of the 
event, information and resources may be difficult to 
locate or procure. Social workers may be compelled to 
intervene when families cannot make objective 
decisions.
In the study cited earlier by Wilier and his 
colleagues on coping strategies of married men and 
women with TBI and their spouses, wives identified 
support groups as solutions to problems in recovery. 
Karpman, Wolfe & Vargo (1986), in their research on 
parents, reported that families felt the need for 
sensitive intervention, support and education (p. 143). 
Families need information, caregiving resources, 
outpatient services, and support groups, as identified
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hy Vorsluys (1980). Swiercinsky, Price & Leaf (1987) 
cite t.he need for family therapy, support groups, and 
c-asc management. This was related through clinical 
anecdotal material.
There is a relationship between the density’ of a 
family’s social network and the proportionate amount of 
assistance they have during a crisis. Likewise, there 
is a correlation between the size of social networks 
and one’s emotional well-being (Driedger, 1981). In 
traumatic brain injury, the characterological, 
behavioral, and social alterations are so numerous that 
the original social network of the survivor, and the 
family, falls away. Social work resource brokerage and 
self-help groups may have to be employed to fill this 
void. Rejuvenated or recreated social networks can 
infuse the family system with new vitality. Service 
connection and other material aid are added benefits. 
Caregivers are subject to special role strain, and if 
no assistance or external outlets are available, then 
pathological response, such as abuse of the affected 
members, are more likely in response to stress (Ireys & 
Burr, 1984; Versluys, 1980). A supportive health care 
system, mediated by social work intervention is the
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best antidote.
Social workers must be cognizant that protracted 
denial of the nature and extent of disability by family 
members will be manifested in their rejection of social 
service delivery assistance. In avoiding an all too 
painful reality, family members will align themselves 
against the community at large in order to preserve 
their need to believe that their loved one is normal.
It merits reiterating that rehabilitation and 
service planning involve a cooperative effort between 
families and professionals (Intagliata, Wilier & Egri, 
1988}. The authors go on to say that families are a 
valuable and wasted resource. They can facilitate 
community adjustment in discharge planning, and they 
can monitor appropriateness and effectiveness of 
service delivery. Three reasons account for the 
authors’ position:
1. Families are likely to be good observers.
2. Families are in the best position to monitor 
appropriateness and effectiveness of 
services.
3. They are not subject to conflict of interest 
(Intagliata, Wilier & Egri, 1988, p. 43).
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The authors, however, caution against the use of 
families as primary case managers for two reasons: the
risk of over-involvement and the risk of burnout. This 
is supported by Morgenroth (1990).
Social workers who intervene with families 
affected by head injury need to be sensitive to what 
the personal and role alterations mean for each family 
member. Individual counseL ing, as well as subsystem 
or familial counselling, may be indicated concurrently. 
Social workers must be prepared to fulfil a variety of 
roles in working with head injury families. Insofar as 
acute rehabilitation processes are concerned, social 
workers must facilitate the process with clients, 
families, team members and the community. As part of 
the team, they may be required to provide seminars, do 
case reviews, and mediate team goals. Case management 
is, as alluded to earlier, an ideal function for social 
work. Managers must help patients to meet personal 
needs through linkage and involvement in services and 
advocacy. Clients may need assistance in the 
management of daily living activities (ADLs), and 
intervention in difficult or crisis periods. On a 
macro practice level, social workers may engage in
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needs assessments in the event of service shortages or 
gaps (Campbell, Jackson & Jeglic, 1989). Other roles 
that may be required of social work are assessments, 
orientation to services, counselling, education, 
discharge planning, team building, teaching and 
research (Campbell, Jackson & Jeglic, 1989; Mauss-Clum 
& Ryan, 1981; Tiegs, 1989).
The literature review for this study is thus 
concluded. It provides a review of what this writer 
and other consider to be salient events in the post- 
traumatic adjustment of families and survivors to 
traumatic brain injury.
This type of exploratory-descriptive study can 
serve as a basis for both service policy and program 
planning for entire families in head injury and other 
disability areas. To optimally service this 
population, family based intervention with a congruent 
value base may well be indicated as a particular 
practice role for social workers.
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
C H A P T E R  5 
R E S E A R C H  Q U E S T I O N S  A N D  M E T H O D O L O G Y  
As underscored in the literature review, there is 
a lack of Canadian based research that specifically 
explores the adjustment of families to head injury.
Much of what is known is extrapolated from other 
disability groups. What information there is tends to 
focus on the affected member in head injury -- writers 
such as Wilier and his colleagues in the last two 
years, and Graffi in 1990, have begun to tap the 
surface of Canadian families in recovery. Some input 
has been given in terms of caregivers (Graffi, 1990); 
spouses (Wilier, et al., in press); mothers and 
siblings (Wilier, et al., 1990) and families (Wilier, 
Liss & Arrigali, 1990). However, there is a lack of 
material from a social work perspective, incorporating 
systems and family theories.
Since persons with head injuries and their 
families will constitute a portion of the population to 
be served in health related and community based 
settings, it is useful for social workers to have 
acquaintance with characteristics of this group. 
Certainly the information gained has generic utility
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for- other disability groups.
This exploratory-descriptive study attempts t.o 
determine the characteristics of families affected by 
head injury in terms of sociodemographic 
characteristics; adaptation, coping, adjustm,ent and 
recovery strategies; community service availability, 
and perceived service needs. Hopefully, the study will 
provide some insight as to the nature of post-traumatic 
adjustment for families. The following research 
questions provide a conceptual and methodological 
framework for this study:
1. What are the sociodemographic characteristics 
of families affected by head injury?
2. What factors are most salient in terms of 
grief and recovery, survivor limitations, 
role changes, caregiving roles, and 
psychosocial changes in families?
3. How do family members feel about themselves 
in the context of various recovery aspects?
4. How do families perceive the quality of 
services they received post-injury?
5. What types of social work interventions were 
received, and how helpful have they been?
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6. What services are most needed by families and 
survivors in post-traumatic adjustment? As 
noted previously, the study by Intagliata, 
Wilier &. Egri ( 1988) supports the premise 
that service planning involves a co-operative 
effort between families and professionals, 
and this should always be the case.
7. What kinds of social supports have been most 
helpful to families in dealing with head 
injury?
This research will explore and suggest possible 
answers to the above mentioned questions. Results of 
the study and their implications will be identified and 
explored.
This section of the research study will outline 
characteristics employed to secure the data for 
research.
Classification and Design Logic
This is an exploratory descriptive study. It is 
designed to elicit further information about the 
families of head injury survivors in Windsor and Essex 
County, and the problems they face in post-trauma 
adjustment. The format allows for the identification
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of common characteristics in a target population, such 
as the prevalence of injuries from motor vehicle 
accidents, or whether more males than females arc 
injured (Mindel & McDonald, 1988).
Further, it assists with problem formulations, 
rationale for further study, identifying factors that 
are relevent in the literature, uses of other data, and 
methods of investigation (Tripodi, Fellin & Meyer,
1983). Identification of problems and needs stemming 
from the investigation has great meaning for survivors, 
families and others in head injury, as determined by 
family responses (Converse & Presser, 1986). Insights 
gained can serve as a basis for future research, as 
well as service delivery, program planning and policy 
formulation.
The Setting
The setting for the study was confined to Windsor 
and Essex County. The city of Windsor and Essex County 
provide an interesting setting for this survey. Sixty- 
two percent (62%) of the population in the Windsor area 
are in the age bracket of 15-60 years, most vulnerable 
to sustaining head injury (City of Windsor Annual 
Assessment Records. 1984). Essex County, as a whole,
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has an industrial foundation that is automotive and 
manufacturing based. Eighteen percent (18%) of the 
city labour force is involved in either of these two 
sectors -- the single largest category of employment 
(Statistics for Windsor. Census Metropolitan Area. 
1981-1986).
The industry base promotes the automobile as the 
primary mode of transportation for Essex County 
residents. Windsor is a transitional point to 
locations in both Canada and the United States, and 
there is a significant international traffic flow.
These factors may have an impact on both the prevalence 
and incidence of traumatic brain injury, and on this 
basis any research information has added value.
The Sample
Families affected by head injury were identified 
from the membership of the local Head Injury 
Association (HIAWE). This provided an availability 
population of 47 family members. To preserve research 
integrity and confidentiality of the study, the 
cooperation of the HIAWE Board of Directors was 
enlisted (refer to Appendix C for the contact letter).
A presentation was made to the Board on February 12,
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1991, and endorsement and mailing assistance was 
secured. A sample size of n = 21 emerged as a result 
of the mail-out. The sample is, coming from one 
agency, biased to members of that particular group. 
Results will not be generalizable to the population at 
large. Although likewise not generalizable to other 
head injury groups, the findings may be of interest in 
terms of conditions or factors in recovery. 
Considerations for the use of this type of available 
sample includes:
i) The study is meaningful to this population 
and it is surmised that they will want to 
participate.
ii) Most respondents will be able to respond —  
they do not face the same limitations as do 
survivors.
iii) The sample, as stated, is the most 
accessible, given
iv) time, effort and cost constraints imposed by 
the anticipated time frame (Abbey-Livingston 
& Abbey, 1982).
The Procedure
All-47 family members were mailed a survey
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instrument containing demographic, relational and other 
variable information, as outlined in the research 
paradigm, in three sections. It included questions on 
both the survivor’s sociodemographic characteristics 
and those of the family. Questionnaires were mailed 
out on February 24, 1991, and were to be returned no 
later than March 31, 1991. Twenty-two were mailed to 
Windsor residents, and twenty-five were mailed to those 
in Essex County to complete. The procedure, in detail, 
was as follows:
1 ) An introductory letter, outlining the purpose
of the study and asking for assistance with 
the sample, was sent to the HIAWE Board of 
Directors (refer to Appendix C). The 
organization was asked to help with the 
questionnaire package mailout —  containing 
an introductory letter to respondents, 
informed consent form, and survey.
2 ) The survey was completed independently or
with the option of researcher assistance. An 
offer for researcher assistance was made to 
all respondents, to allow them to discuss or 
clarify survey questions. In other cases,
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some respondents may have felt that, the 
material was sensitive enough to warrant 
completing the survey privately. Surveys 
were returned to the School of Social Work 
for analysis and interpretation. Findings 
were summarized in the thesis and have been 
made available to the respondents through the 
Head Injury Association resource library.
Telephone and face-to-face contacts were offered 
at the respondent’s discretion. They were optional, 
owing to the respondent wishes, time, and cost factors. 
The disadvantage is that the response rate tends to be 
lower in mail-outs. A fifty percent. (50%) return rate 
is considered adequate, but there is no guarantee of 
this rate (Mindel & McDonald, 1988). For this survey, 
the response rate was 44%, a reasonably adequate 
return. Representativeness was affected where the 
larger population is concerned, as only those who 
returned the surveys will be considered.
Written explanations, and verbal responses when 
the personal interview option was used were provided to 
respondents (refer to Appendix E for the written 
instructions).
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T h e Q i i p s  1. i o n r m  i r e
One oT the most important criteria in the 
instrumentation of a study is that it should be 
specifically designed to the given research purposes.
The use of an existing instrument may not test what is 
needed to be tested, and all or part of it may be 
outdated (Converse & Presser, 1986). For these 
reasons, a survey instrument has been specially 
designed for this study using the work of Florian, Katz 
& Lahav (1986), and Martin (1988) to explore loss and 
adjustment issues; head injury specific information has 
been identified as a need by Brooks & McKinlay (1983) 
and Rosenthal (1989). Long-term problems, adjustment, 
adaptation, and coping questions were developed from 
information in studies by Campbell, Jackson & Jeglic 
(1989); Rosenthal (1989); Rosenthal & Young (1988).
Head injury effects on various kin was explored using 
referent items from Rolland (1988), Lezak (1988),
Florian, Katz &. Lahav (1989;, Ligon (1989) and Killer, 
et al. (in press). Questions were developed by the 
researcher from the literature review. The survey was 
accompanied by a cover letter (refer to Appendix D), 
explaining its purpose to respondents, and an informed 
consent form (refer to Appendix F).
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Pretestin'; the Q u e s t i o n naire
Some items in the survey instrument have been 
pretested through the use of a small preliminary 
questionnaire distributed to individuals at. a Community 
Information Night in Essex County on October 1G, 1990.
Respondents were asked about their perceptions as to 
the key issues in the subject area. Eleven 111) people 
completed the short survey (refer to Appendix B for a 
copy of this item questionnaire). This group provided 
a ready-made focus group and they were able to identify 
some of the most important needs, preferences, and as 
test items to be included.
During the month of January 1991, the survey was 
pretested in Windsor, Ontario, by five relatives of 
persons who had sustained closed head injuries. Three 
of the respondents, interestingly, were classmates of 
this writer in the M.S.W. program; the other two were 
Windsor residents. The instrument was checked for 
corrections, revisions, clarity, flow, common language, 
concepts, and instructional information (Abbey- 
Livingston & Abbey, 1982; Converse &. Presser, 1986). 
Construct validity and reliability were is improved 
through pretesting the instrument, especially for
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question clarity (Mindel &. McDonald, 1988). One 
respondent, was the daughter of a mother with brain 
damage; two other respondents were the wife and 
daughter of a man with an aneurysm injury. The final 
two respondents were the sister and brother-in-law of a 
young man injured in an automobile accident. They 
closely approximated characteristics of respondents in 
the sample population. Questionnaires took an average 
of 60 minutes to complete, with a range of 45-120 
minutes.
Respondents were generally satisfied with the 
content of the questionnaire, commenting on the length 
and on the evocative nature of the questions. Some 
reacted quite emotionally, and this was taken into 
consideration in terms of the order of presentation of 
the questions. The construction of some of the 
questions was changed to reduce some confusion around 
interpretation, and to control for subjects in the 
sample establishing a response set, be it social 
desirability or acquiescence (Bailey, 1987, p. 133). 
Constructive comments by respondents were incorporated 
into the final version of the survey.
In closing, it merits stating that pretests
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cannot, however, totally eliminate either ambiguity or 
subjectivity, as each question will have a slightly 
different meaning for each respondent in the survey 
population.
Description of the Questionnaire
The questionnaire consisted of three sections: 
sociodemographic information pertaining to both 
respondents and affected members; questions related to 
adaptation, coping, adjustment and recovery; and 
questions related to services for persons with head 
injuries and for families. Questions which required 
more emotional investment by respondents were 
sandwiched between two relatively benign sections -- 
sociodemographics, and services.
Descriptions of the sections are as follows: 
Section I : Sociodemographics
This section included questions on sex, age, 
occupation, marital status, number of persons residing 
in the household, and income level. These questions 
were asked for both the person completing the 
questionnaire, and for the person who sustained the 
head injury. Questions about the respondent’s 
relationship to the member and caregiving
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respons i bi 1 i t. Les won? also included. I terns related t,o 
the head injury -- cause, time post-injury, 
limitations, and degree of limitations -- were asked in 
this section as well. Selection of items in this 
category was done in accordance with factors emerging 
from research in the literature review, as in MHABDC 
(1987) and Graffi (1990). Corresponding 
sociodemographics rienforce epidemolocial 
characteristics that have implications for risk 
populations and service planning. Prevention measures 
may also be developed.
Section IT: Effects On Families: Adaptation.
Coping, Adjustment and Recovery 
In the Effects section of the questionnaire, a 
Likert type scale was employed in question design to 
test out factors across five categories:




Respondents were asked to indicate the number of the
category -- l=Strongly Agree, 2=Agree, 3=Disagree, and
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-t =S t ro ng l y D i s a g r e e  —  th a t m o s t  c l o s e l y  m a t c h e d  h o w  
t h e y  f e l t  a b o u t  t he  q u e s t i o n .  A f i f t h  c a t e g o r y  —  Not 
A p p l i c a b l e  —  w a s  a l s o  i n c l u d e d .  T o  the k n o w l e d g e  of  
t h i s  w r i t e r ,  no  s p e c i f i c  s t u d i e s  h a v e  a d d r e s s e d  t h e s e  
v a r i a b l e s  u s i n g  a L i k e r t  t y p e  f o r m a t .
S e c t i o n  I T T : S e r v i c e s  f o r  P e r s o n s  W i t h  H e a d
Tn.iury and Their Families 
In the service part of the questionnaire, a 
combination of open and closed questions were used. A 
majority of the questions were closed, as they are more 
accurate in terms of response. All respondents have 
the same frame of reference. Differences in responses 
can be elicited, and coding problems are reduced in 
this format. Respondent interest is maintained because 
the closed questions are easier to complete (Converse & 
Presser, 1986; Mindel & McDonald, 1988).
Three open-ended questions were included on the 
respondent’s experience with community services at the 
end of the questionnaire. Emotional tenor in regard to 
the head injury service area tends to be high, owing to 
service shortages. Open-ended questions here permitted 
the respondents to ventilate feelings in a sensitive 
matter. Open-ended questions can also measure the
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salience of factors {Converse & Presser, 1986). Loss 
and adjustment issues, adaptation, coping and kin 
effects were assessed through a closed question format, 
as specific responses in a standard format, i.e. a 
scale, would be easeier to assess statistically for 
relationships such as the moral obligation in 
caregiving to the perceived stress level caregiving 
creates. Community services have elicited a great deal 
of concern in this population and an open ended format 
allows them to freely express issues in a non­
programmed, pre-destined manner. Services have been 
examined in Feldman & Fitzhenry-Bedard (1987) and 
MHABDC (1987).
Limitations in Design Construction, Reliability and 
Validitv 
i ) Quest ions
The major weakness in using close-ended questions 
is that they may not be suitable for measuring 
emotionally charged material. Close-ended questions 
are most appropriate when the answer categories are 
discrete, distinct and few in number (Bailey, 1987). 
However, one way to remedy the constrictive nature of
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c l o s e - e n d e d  q u e s t i o n s  is to a d m i n i s t e r  o p e n - e n d e d  
q u e s t i o n s  to a s a m p l e  p o p u l a t i o n  a n d  a n a l y z e  the 
r e s p o n s e s  f o r  c o n s t r u c t i o n  o f c a t e g o r i e s  ( B a i l e y ,
1987). As stated previously, this was done in an item 
pretest questionnaire distributed in October 1990.
Weaknesses in open-ended questioning include: i)
lowered response rate, as they take more time to 
complete; ii) decreased external validity, and; iii) 
internal validity is threatened by the heightened 
subjectivity (Mindel & McDonald, 1988). Advantages in 
open-ended questions allow for the researcher to gain 
qualitative responses that might otherwise be 
eliminated by a pre-established response set.
A pretest was undertaken to scrutinize for 
variations in meaning, task difficulty, and respondent 
interest or attention (Converse & Presser, 1986).
These types of checks and balances for the survey 
instrument serve to improve the reliability of the 
measure (Mindel & McDonald, 1988). Scrupulous 
instrument design and enclosure of a cover letter with 
the survey was undertaken to improve the response rate 
and, therefore, the external validity.
Other validity measures have also been taken.
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Comparisons with other survey research have been 
undertaken in the literature review, and content 
validity has been enhanced by using items that are 
grounded in the relevant literature (Singleton,
Straits, Straits & McAllister, 1988). Validity of the 
measure is likewise improved because of the use of a 
Likert type scale, as it measures both the range and 
intensity of responses. Weaknesses in using the Likert 
type scale include: i) the possibility that intensity
of emotion about an issue can be confounded with 
intellectual extremity in responses —  people can have 
extreme views with little feeling; ii) in some cases, 
research on survey instrumentation has shown that 
acquiescence can be a problem —  it tends to be more so 
in populations with lower levels of education who want 
to avoid feeling unknowledgeable (Converse & Presser, 
1986; Singleton et al., 1988). This can, in turn, 
affect any conclusions that are drawn in the study.
Validity and reliability are affected by the use 
of the mailed survey. Little research has been done on 
validity factors. Bailey (1987) comments that some 
criterion validity may be assessed when survey 
responses are compared to known facts (p. 170), such as
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what may be identified by statistical data and related 
research. For example, demographics indicate that, most 
persons who sustain head injuries are males under 30 
years (MHIA, 1987). Most are single, employed and 
moved out of the family home (Treys & Burr, 1984). The 
average family size one-two persons (52.7%) makes role 
exchange difficult (Ireys & Burr, 1984). If the 
demographics in this study show similarity, then this 
impacts significantly on general serv'ice planning. 
Reliability has been examined in terms of mailed vs. 
interview situations. The results were mixed; there 
was close agreement on some questions, but not on 
others. Less classifiable information was found on 
mailed surveys, but they were found to be useful for 
sensitive information (Bailey, 1987, p. 171).
Even though a life event, such as a catastrophic 
disability is more salient, memory and recall fades 
over time. This, in turn, impinges on the validity of 
the measure (Converse &. Presser, 1986). If the 
information is too painful or emotionally laden, 
respondents may repress such feelings, thus affecting 
the accuracy of response.
This chapter has attempted to identify research
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methodology that, will assist in compiling information 
on head injury families in the most efficient and 
effective manner. The aim of this research is to 
identify either homogenous, or unique characteristics 
in affected families; this in turn will permit for the 
development of an impact typology and accompanying 
assessment model for use with this specific population. 
The next chapter will discuss the research findings, 
and provide some connecting analysis.
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CHAPTER 6 
R E 9 C T  t s  A\~n
The results and discussion of data* are presented 
in the following subsections: 1) sociodemographic
data; 2) data on the effects of head injury on family 
member respondents; and 3) data on the status of 
service delivery and service needs for persons in the 
target population. Surveys were precoded to facilitate 
the data analysis process (Converse & Presser, 1986).
I . Socio-Demographic Data
The 21 subjects for this study consisted of 16 
(76%) females, and 5 (24%) males; this breakdown is 
consistent with current head injury literature. Most 
commonly, female relatives will bear much of the 
responsibility for affected members following 
discharge, and this increases the likelihood that they 
respond most frequently to enquiry. Most respondents 
were between the ages of 40 and 59 years (52.4%), with 
the majority being 40 to 49 years. Refer to Table 1 
for a breakdown of respondent ages. This is the age
*Data analysis was performed using the IBM PC computers at 
the Social Work Research Lab at the University of Windsor. The 
Statistical Package for the Social Sciences-PC* (SPSS-PC* , 1988) 
was utilized in all aspects of the data analysis.
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bracket most likely to be concerned with adolescent or 
adult children, and the launching of same.
Table 1
Ages of Survey Respondents (n=21)
Age Range %
19 years and under 0
20 - 29 years 9.5
30 - 39 years 19.0
40 - 49 years 28.6
50 - 59 years 23.8
60 - 69 years 19.0
70 years and over 0
TOTAL 99.9*
♦Percentages may not total 100% owing to rounding.
Table 2 offers an overview of the occupations of 
survey respondents. As noted by the table, the 
majority, 38.1%, indicated that they were housewives, 
while 23.8% were categorized as professional —  such as
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assistant editor, deco ra tor-des i gner , and rot; is to rod 
nurse. A particular occupation status for family 
members has not emerged from the literature, but it has 
been noted that many family members abandon work to 
take care of disabled members.
Table 2










♦Percentages may not total 100% owing to rounding.
The majority of respondents, as evidenced in Table
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3, are mothers of affected members (-12.9%), followed by 
wives or fiancees (23.8%). Demographically, this is 
consistent with several of the statistics cited in the 
literature review —  most of the respondents were 
female. It has been noted elsewhere that females may, 
by virtue of their role tasks in this event, have more 
at stake in the process. However, it is also a reality 
that nonaffected male relatives have been understudied 
in head injury recovery research, as they seem to play 
secondary roles to the largely female members who 
caregive.
Table 3









♦Percentages may not total 100% owing to rounding.
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Table -1









Table 4 indicates that 52.9% of subjects were 
married. Four persons, 19.0% in the sample are 
widowed. From earlier data, they are most likely 
married parents (Graffi, 1990) or spouses of survivors 
(Wilier et al., in press). Respondents indicated that 
an average of two to three persons resided in the 
family household, with the range being two to eight 
persons.
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Table 5
Income Status of Survey Respondents (n=21 )
Income Level %
Under $10,000 0.0
$10,000 - $19,999 14.3
$20,000 - $29,999 19.0
$30,000 - $39,999 28.6
$40,000 - S49,999 4.8
$50,000 and over 14.3
Not given 19.0
TOTAL 100.00
As Table 5 indicates, 28% of the respondents have 
annual incomes of between $30,000 and $39,999.
Nineteen percent of respondents had incomes between 
$20,000 and $29,999. In response to whether they were 
currently employed or not, most of those surveyed, 
61.9%, said no. It is important to remember that 
respondents are caregivers or family members, not 
survivors.
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Table 6
AUfs of Survivors at. Time o f Survey and at T urn; _e f.. J r.i.tnry I n^2l )*
At S ur v e y At Injury
* • * IV i D -tj
19 and under 1-1.3 3 3.3
20 - 29 yrs. 23.3 33.3
30 - 39 yrs. 2S. 6 14.3
40 - 4 9 yrs. 14.3 9.5
50 - 59 yrs. 9.5 •1 . 3
ti 0 - 69 yrs. 0.0 0.0
70 and over 4 .8 0.0
Not given ‘1 . 3 4.8
TOTAL 100. 1 100.0
* Percentages may not add up to 100% owing to rounding.
Most survivors, 16 or 76.2%, were males. This is const
with findings in the literature, where males outnumber females by 
a ratio of almost two to one. The majority, at the time of the 
survey, were between 30 and 39
years (28.6%), followed by those between 20 and 29 years (23.9%). 
A complete breakdown of members by age is given in Table 6. As
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a l s o  s h o w n  in t h i s  t a bl e , m o s t  m e m b e r s  w e r e  i n j u r e d  b e t w e e n  2 0 - 2 9  
y e a r s  o r  y o u n g e r  t h a n  19 y e a r s  --
3 3.3% in each category. The total percentage, 66.6% of 
the sample, is only slightly lower than the 70% quoted 
for persons under thritv in the literature (Hohenshil &. 
Humes, 1989; MHIA, 1987). Individuals at these ages, 
adolescents and young adults, are in the process of 
defining themselves in terms of adult roles and 
becoming more independent.
When the present age of affected members is 
considered, the majority being between 20 and 40 years, 
it merits consideration that these individuals are at 
an age where they are most likely to assume adult 
roles. The entire process is disrupted, and no doubt 
is delayed. In Table 7, most affected members, 11 
persons or 52.4% of the sample were, at of the time of 
survey, unemployed. Work force participation is one of 
the means by which most individuals define themselves.
Many of these persons lack this critical component.
Most affected members at the time of their injury, 13 
or 61.9%, were employed. Only 9.5%, have reestablished 
their employment. Najenson et al. (1980), for 
example, found that half of severely head injured
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persons have remained unemployed two to four y e a r s  
after injury.
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Table 7
Occupation of Survivors at Time of Survey ( n = 2 1 )
Category %
Unemployed 52.4





Marital Status of Survivor at Time of Survev (n=21)
Category %
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I n  T a b l e  8, t h e  m a j o r i t y  o f  s u r v i v o r s  a r e  s i n g l e  
a n d  h a v e  n e v e r  b e e n  m a r r i e d ,  5 7 . 1 %  o f  t h e  s a m p l e .
A g a i n ,  e s t a b l i s h i n g  b o n d s  o f  i n t i m a c y  w i t h  .another 
i n d i v i d u a l  is a m a j o r  w a y  to e s t a b l i s h  o n e ’s a d u l t  
i d e n t i t y ,  a n d  m a n y  m e m b e r s  l a c k  t h i s  r o l e  a s  w e l l .
Table 9
Income Status of Survivor at Time of Survey (n=2l)
Income Level %
54,999 and under 23.8
55,000 - 59,999 23.8
510,000 - 519,999 14.3
520,000 - 529,999 9. 5
$30,000 - $39,999 4.8
$40,000 - $49,999 4.8
$50,000 and over 4.8
Not given 14.3
TOTAL 100.0
The majority of affected members, 47.6%, as
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indicated by survey respondents, had annual incomes of 
less than $10,000. It is not clear, however, whether 
this is calculated as part of the total family incomes 
in Table 5. Incomes in this range may make it 
difficult for members to support an independent 
1 L festyle.
Motor vehicle accidents (MVAs) accounted for the 
vast majority of head injuries, 76.2%, or 16 persons. 
This is higher than the 60% generally conceded in 
research literature (MHABDC, 1987). Twenty-four 
percent "other” of the respondents listed such causes 
as brain tumor, cardiac arrest, or substance abuse 
problems, as accounty for their head injuries.
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Table 10
Number of Years Since S u r v i v o r ’s Head In iurv (n = 2 1 )
Number %
0 - 1  year 1-1.3
2 - 5  years 14 . 3
6 - 9  years 23.8
10 years and over 47.6
TOTAL 100.0
Most individuals in this sample were ten years or more post­
trauma, the range being 10-18 years, at 47.6%. Another 23.8% 
were at least six years past injury, indicating that respondents 
and families have lived with this event for a considerable length 
of time.
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Table U






Physical (n=20) 90.5 4.8
Sensory (n=21) 52.4 47.6
Intellectual (n=21) 85.7 14.3
Behavioral (n=21) 61.9 38.1
Social {n=21) 66. 7 33.3
Personality (n=21) 66.7 33.3
*Some respondents did not answer this question
♦♦Percentages will not add up to 100% owing to multiple responses 
or missing observations.
At least two thirds of the affected members were perceived
by family respondents as having deficits or limitations in all
six areas that typlify head injury. Physical injuries (90.5%)
and intellectual limitations (85.7%) were most frequently cited;
this preponderance of physical injury is consistent with Graffi’s
( 1990) finding.
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Table 12






Table 12 indicates that most respondents 
identified their family member as being either severely 
(47.6%) or moderately (38.1%) limited.
At the time of their injury, 16 individuals, or 
76.2% of the sample, were living at home. Twelve 
individuals, 57.1% returned to the family home after 
they were injured. Sixteen of the family respondents, 
76.2%, identified themselves as the primary caregivers. 
Eleven, or 52.4%, of those who identified themselves as 
primary caregivers, stated that they received no 
assistance with caregiving tasks.
According to the sociodemographics in this study, 
the typical family member respondent is likely:
* to be female (76.2%), between the ages of 40 and
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49 years, and is either a mother (42.9%) or a wife 
(23.8%).
* to work in the home, self-identified as a  house­
wife (38.1%), and be unemployed (61.9%).
* married (52.4%), and resides with two or three
other people.
* to have an annual family income in the range of
$30,000 - $39,999.
* to be a primaray caregiver for the affected member
(76.2%), and 52.4% of the caregivers handle their 
duties with no assistance.
The typical affected family member is likely:
* to be male (76.2%), between the ages of 30-39
(28.6%) or 20-29 years (23.9%), and is either a 
son or husband.
* to have been injured under the age of 30 (66.6%)
in a motor vehicle accident (76.2%).
* to be employed at the time of injury (61.9%), to
be unemployed at the time of the survey (52.4%).
* to be single and never married (57.1%).
* to have an annual income of $10,000 or less
(47.6%).
* to be ten years or more post-trauma (47.6%).
* to be physically (90.5%) or intellectually (85.7%)
handicapped, and felt by the survey respondent to
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be s e v e r e l y  ( 4 7 . 6 % )  l i m i t e d  o v e r a l l .
T h e  s o c i o d e m o g r a p h i c s  i n d i c a t e  t h a t  the s a m p l e  
g e n e r a l l y  f i t s  c h a r a c t e r i s t i c s  i d e n t i f i e d  as  b e i n g  
t y p i c a l  of  h e a d  i n j u r y  p o p u l a t i o n s .  C o n f o r m i t y  for 
m o s t  p a r t  t o  p r e v a i l i n g  s t u d y  s a m p l e s  i n d i c a t e s  tha t  
t h e r e  a r e  s o m e  s i g n i f i c a n t  g e n e r i c  t r a i t s  u n i q u e  to 
t h i s  d i s a b i l i t y  g r o u p  r e l a t e d  to g e n d e r ,  r o l e s ,  a n d  
b e h a v i o r .
I I . E f f e c t s  o n  F a m i l y  M e m b e r s
T h i s  s e c t i o n  a t t e n d e d  to t h e  e f f e c t s  o f  h e a d  
i n j u r y  a c r o s s  f i v e  r e l a t e d ,  a n d  i n t e r c o n n e c t e d  a r e a s .  
T h e y  i n c l u d e :





Descriptive univariate statistics will comprise this 
section owing to the sample size. A sample such as 
this, n=21, precludes the use of most univariate 
statistics (Bailey, 1987, p. 96). Responses from the 
entire sample (n=21), and responses by male (n=5) and 
female (n=16) relatives will be examined in the 
narrative. Denial, as in belief that the person will
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return to previous functioning, has been related to 
unresolved mourning and the caregiving dynamic. This 
role is more often held by female family members.
Depression seems to be more prevalent in relation to 
the caregiving dynamic.
In Table 13, response rates to variables in grief 
and recovery processes are listed. Sample respondents 
indicated both anger (n=13, 61.9%) and depression 
(n=14, 66.7%) in regard to their loved ones’ head 
injury. Most, though, felt that they had personally 
adjusted to it (n=13, 61.9%). The majority of 
respondents (n=14, 66.7%) did not believe that their 
loved one would return to pre-injury levels of 
functioning, although two respondents (9.6%) believed 
otherwise. More females (n=ll, 68.8%) than males (n=2, 40%) 
expressed anger over their family member’s injury. Both 
groups were almost equally depressed, and both felt that 
they had adjusted. Perhaps anger is more expressive of the 
emotional burden of female caregivers in this population.
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Table 13
T h e  R e s p o n s e  R a t e s  o f  G r i e f  a n d  R e c o v e r y  P r o c e s s e s  Post




1. Return to 
pre-injury 
self 9.6 66.7
2. Angry about 






head injury 61.9 33.4
♦Scores ranged from "l=Strongly \gree" to "4=Strongly 
Disagree. For convience ’’Strongly Agree” and ’’Agree" totals 
were combined, as were the totals for "Disagree" and 
"Strongly Disagree".
♦♦Percentages will not equal 100% as not all respondents 
answered all of the questions
Table 14 shows the ranked means for all four 
variables in the Grief and Recovery section. As 
illustrated, respondents disagreed with the premise 
that family members would return to their pre-injury 
self, M=3.65, with a SD of 1.05. Respondents generally 
agreed that they were depressed (M=2.25, SD=1.12) and 
angry (M=2.20, SD=1.11) even while having adjusted
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{M = 2 .25, S D = .79).
T a b l e  14
T h e  R a n k e d  M e a n s  o f  G r i e f  a n d  R e c o v e r y  P r o c e s s e s  






1. Return to pre- 
injury self 3.65 1.05
2. Depressed about 
head injury 2.25 1.12
3. Personally adjusted 
to head injury 2.25 .79
4. Angry about head 
injury 2.20 1.11
♦Scores ranged from "1 =Strongly Agree" to "4=Strongly
Disagree"
In regard to survivor limitations, more 
respondents (n=17, 81.0%) felt that personality 
changes, lack of decision-making and lack of social 
skills on the part of the family member were equally 
problematic. Sadness about the member’s future (n=18, 
85.7%) was indicated by most subjects. Despite these 
limitations, the majority (n=13, 61.9%) indicated that 
they were glad that their loved one had survived, with
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f e m a l e s  ( 6 2 . 5 % )  a n d  m a l e s  ( 6 0%) a b o u t  e q u a l l y  
p r o p o r t i o n a t e .  M o r e  f e m a l e s  ( 7 5 % )  t h a n  m a l e s  (-10%) 
f o u n d  t h e  m e m b e r ’s p h y s i c a l  l i m i t a t i o n s  d i f f i c u l t .  T h  
l i t e r a t u r e ,  a s  in G r a f f i  ( 1 9 9 0 ) ,  h a s  i n d i c a t e d  p e r h a p s  
m o r e  d i f f i c u l t i e s  in r e l a t i o n  to p h y s i c a l  l i m i t s ,  
p o s s i b l y  t i e d  in w i t h  t h e  s i g n i f i c a n t  n u m b e r  of  f e m a l e  
in c a r e g i v i n g  r o l e s .  T a b l e  16 s u b s t a n t i a t e s  t h e s e  
f i n d  i n g s .
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T a h  I. • 16
Th'- R e s p o n s e  Rat.es oT  S u r v i v o r  L i m i t a t i o n s  P o s t  H e a d  I n j u r y  




1. Persona]i ty 
changes 
dif f icult 3 . 5 81.0 14 . 3
2. Lack of
social skills 
difficult 3.5 81.0 14.3
3. Behavior 
problems 
dif f icult 6.0 61.9 33.3
4. Physical
1 imitations 
dif f icult 5.0 66.6 28.6
5. Member should 
not have 
survived 7.0 28.6 61.9
6 . Sadness about 
member’s future 1.0 85. 7 14.3
7. Lack of
decision-making
difficult 2.0 83.0 14.3
♦Scores ranged from "l=Strongly Agree" to "4=Strongly Disagree"
♦♦Percentages may not equal 100% as not all respondents answered 
all of the questions
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Table 16
T h e  R a n k e d  M e a n s  o f  S u r v i v o r  L i m i t a t i o n s  M o s t  D i f f i c ult 




1. Member should not have survived 3. 29 1 .27
2. Behavior problems 2.91 1 .04
3. Physical limitations 2.14 1 . 1 I
4. Personality changes 2.10 1 .09
5. Lack of decision-making 1 .95 1 .07
6. Lack of social skills 1 .85 . 93
7. Sadness about future 1.57 .98
♦Scores ranged from "l=Strongly Agree" to M4=Strongly 
Disagree"
All males (100%) and most females (81.3%) felt a sense 
of sadness when they considered their family member’s 
future.
When role changes were considered, loss of 
emotional intimacy (n=ll, 52.4%), feelings of 
indadequacy in relationship with the member (n-10, 
47.6%) and a loss of companionship (n-9, 42.8%) were 
most commonly reported. Both females (50%) and males
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{•10%) in the s a m p l e  f o u n d  t he c o m p a n i o n s h i p  l o s s  
d i f f i c u l t ;  the l i t e r a t u r e  r e p o r t s  t h i s  a s  m o r e  c o m m o n  
to m u l e s  in f a m i l i e s .  F i f t y - s i x  p e r c e n t  o f  f e m a l e s  a n d  
•10% o f  m a l e s  w h o  a n s w e r e d  t h i s  q u e s t i o n  r e p o r t e d  a l o s s  
of  e m o t i o n a l  i n t i m a c y ,  w h i l e  a n  e q u a l  n u m b e r  o f  m a l e  
r e s p o n d e n t s  f e l t  t h a t  t h e  q u e s t i o n  d i d  n o t  a p p l y  to 
t h e i r  s i t u a t i o n .  P r o p o r t i o n a t e l y  m o r e  m a l e s  ( 6 0%) t h a n  
f e m a l e s  ( 4 6 . 7 % )  f e l t  i n a d e q u a t e  in t h e i r  r e l a t i o n s h i p  
w i L h  a f f e c t e d  m e m b e r s .  T a b l e  18 g i v e s  a  c o m p l e t e  
o v e r v i e w .
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Table 17
The Response Rates of Role Chances Post-Head fn.jurv Reported






diff icult 42.S 23.8
2. Loss of 
emotional 
i nt imacy 
difficult 5 2.4 9.5
3. Loss of 
sexual 
intimacy 
difficult 19.1 9 . 6





5. Member able 
to give in 
relationship 23.8 38 .0
6 . Feel inad­
equate in 
relationship 
with member 4 7.6 33.3
♦Scores ranged from "l=Strongly Agree” to "4=Strongly Disagree". 
"Strongly Agree” and "Agree” totals were combined as were totals 
for "Strongly Disagree" and "Disagree”
♦♦Percentages will not equal 100% as not all respondents answered 
all of the questions.
Table 18 provides the ranked means and standard
deviations for role changes. Interestingly, the
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sample, as a whole, found loss of sexual intimacy, and 
loss of member social support, to be relatively 
nonproblematic. Members were not perceived to be 
capable of giving in relationship to respondents, and 
most respondents felt some inadequacy. Loss of 
emotional intimacy was felt by the sample, on average, 
to be nonproblematic also.
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Table IS
T h e  R a n k e d  M e a n s  of  R o l e  C h a n g e s  P o s t - H e a d  In.inry 
R e p o r t e d  b y  t h e  S a m p l e  ( n = 2 1)*
Process M SD
1. Loss of sexual
intimacy difficult 4 .14 1 .53
2. Loss of member’s 
social support 
difficult 3.65 1 .35
3. Can accept loss 
of companionship 3.57 1 .29
4. Member able to
give in relationship 3.4 7 1 .39
5. Loss of emotional 
intimacy difficult 3.00 1 . 70
6. Feel inadequate 
in relationship 
with member 2. 65 1 .23
♦Scores ranged from "1= 
Disagree".
Strongly Agree" to "4=Strongly
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Interestingly, most respondents indicated 
dissatisfaction in all areas except for the factor of 
caregiver stress. Those who responded felt, for the 
most part, that caregiving was not stressful (n=13, 
61.9%). This may be because they believe that it is 
their moral duty to care and that the role is valued 
(n=14, 66.7%). Likewise, respondents express a strong 
sense of duty, obligation, and responsibility (n=17, 
81.0%). This is corroborated in the literature review, 
where the family’s definition and interpretation will 
influence their enactment of the caregiver function.
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Table 19
The Ranked Means of Carecivinc Issues Post-Head Tn.iurv Report
bv the Sample (n=21)♦
Process Mean SD
( M )
Caregiving stressful 3.55 1 .10
Intellectual effort easy 3.19 1 .12
Adequate Resources 3.15 1.31
Emotional effort easy 3.10 1 .34
Satisfaction in caregiving 2.95 1 .23
Isolation in caregiving 2.80 1 .58
Physical effort difficult 2.76 1 .64
Sense of hopelessness 2.75 1 .21
Fatigue in caregiving 2.60 1.39
Loss of control difficult 2.35 1.31
Caregiving is moral and valued 2.20 1.47
Duty, obligation and responsibility 1. 75 1.12
♦Scores ranged from "l=Strongly Agree" to "4=Strongly Disagree" 
Table 19 provides both the ranked means and 
standard deviations for each variable in the caregiving 
set. Proportionately more males (80%) than females 
(62.5%) indicated that they felt a lack of control in 
caregiving. Proportionately, males and females felt
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h o p e l e s s  in c a r e g i v i n g  (50%, 5 6 . 3 % )  a n d  f e l t  s t r e s s e d  
in c a r e g i v i n g  (60%, 6 2 . 5 % ) .  T h e s e  v a r i a b l e s  w e r e  
e x a m i n e d  in t he s t u d y  f o r  t h e  f o l l o w i n g  r e a s o n s .
Hopelessness, intellectual burden, physical 
efforts and emotional burden have been identified as 
adjustment stress points in caregiving. Emotional 
burdens are related to depression and isolation 
(Florian, Katz & Lahav, 1989; Lezak, 1976). Depression 
has been identified in this population as one of the 
key emotions, and there is some agreement that 
caregiving is isolating (M=2.80, SD=1.58). Depression 
is also related to a sense of loss of control (Morris, 
Morris & Britton, 1988), and the sample respondents 
expressed a sense of control loss (M=2.35, SD=1.31).
Stress in caregiving is related to depression, a 
poor sense of self-control and a lack of social support 
resources (Graffi, 1990; Morris, Morris & Britton, 
1988). Respondents did not have adequate resources 
(M=3.15, SD=1.31). However, a sense of satisfaction, 
feelings of moral responsibility and value in the 
caregiving role mitigate against stress and these other 
factors. Respondents felt satisfaction in caregiving 
(M=2.95, SD=1.23), responsiblity (M=1.75, SD= 1.12 and 
moral value (M=2.20, SD=1.47) in the role. Moral 
definition and sense of duty will have this effect
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( H a n k s  & Sot tics, 1988; M a r t i n ,  19SS). T h o  m a j o r i t y  of 
r e s p o n d e n t s  a r e  m o t h e r s  o r  s p o u s e s ,  a n d  no d o u b t  g e n d e r  
t r a i t  a n d  r o l e  o b l i g a t i o n  p l a y  a part in t h e  a c c e p t a n c e  
o f  c a r e g i v i n g .
F a t i g u e  a n d  s t r e s s  c a n  d e t e r  th e  c a r e g i v e r  f r o m  
p a r t i c i p a t i n g  in r e h a b i l i t a t i o n  ( B a t t l e ,  197-1; G o b b l e  f t  
P f a h l  , 1 9 8 5 ) .  F a t i g u e  w a s  p r e s e n t  f o r  r e s p o n d e n t s
(M = 2 .60, S D = 1 . 3 9 ) ,  b u t  s t r e s s  w a s  n o t  ( M = 3 . 5 5 ,  S D= 
1 . 1 0 ) .  It  is m o r e  l i k e l y  t h a t  r e s p o n d e n t s  w o u l d  
p a r t i c i p a t e  in p r o g r a m m i n g .
Of those who responded to the questions on 
psychosocial changes, the one positive factor seemed to 
be that respondents felt as emotionally close as they 
had previously to other family members (n=15, 71.5%). 
The family was not perceived by most respondents (n=13, 
61.9%) to be more socially isolated. About as many 
respondents felt that their family was closer (n=10, 
47.6%) and had been able to grow from the head injury 
event (n=8, 38.1%) as they were not closer (n=ll,
52.4%) nor able to grow as a result of this crisis 
{n=10, 47.6%).
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Table 20
The Ranked Means of Psychosocial Chances Post-Head 




Head injury had positive impact 3.38 1 .12
Family has adapted 2.75 1 .02
Family is coping 2.71 .96
Family socially isolated 2.71 1.01
Family closer 2.57 .87
Crisis caused family to grow 2.50 1 .36
Respondent as emotionally close 
to family 2.10 1.37
Lack of future knowledge 1.80 1.11
♦Scores ranged from "l=Strongly Agree" to "4=Strongly Disagree” 
Table 20 provides an overview of the ranked means 
of sample responses regarding psychosocial changes 
after head injury. The factors included in this 
segment are relevant in the prevailing literature. It 
was important in this study to be able to determine if 
some natural adaptation has occurred as a result of 
family coping skills in the absence of community 
supports. Although respondents felt themselves to be 
as emotionally close to their families as before 
(M=1.80, SD=1.111. there were mixed feelings as to
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whether the family has adapted (M-2.75, ST)=1.02), was 
coping (M=2.7l, SD=.96), was more socially isolated 
(M=2.71, SD=1.01) and was closer as a result of the 
survivors’s head injury (M=2.57, SD=.87). Most 
respondents felt that head injury did not have a 
positive impact on families (M=3.38, SD=1.12). These 
issues persist in the sample where most people are six 
or more years posttrauma. Psychosocial issues 
identified here will serve as guidelines for the 
development of ongoing intervention where professional 
help may be needed most.
In summary, respondents, on average, expressed the 
following:
1) Insofar as grief and recovery variables were 
concerned, most respondents indicated anger 
(61.9%) and depression (66.7%) in regard to the 
survivor’s brain injury, but they had adjusted to 
it (61.9%). Most did not believe that their loved 
on would return to pre-injury functioning (66.7%).
2) Respondents, when considering their survivor’s 
limitations, indicated sadness about the future 
(85.7%). Lack of decision-making (83.0%), 
personality changes (81.0%) and lack of social 
skills (81.0%) were most difficult.
3) Regarding role changes, emotional intimacy (52.4%)
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a n d  f e e l i n g s  o f  i n a d e q u a c y  in r e l a t i o n s h i p s  w i t h  
the s u r v i v o r  (-17.6%) w e r e  m o s t  p r o b l e m a t i c .  L o s s  
o f  s e x u a l  i n t i m a c y  w a s  n o t  p e r c e i v e d  to be  v e r y  
p r o b l e m a t i c  b y  m o s t  s u b j e c t s  ( 1 9 . 1 % ) .
4 ) Caregivers felt that the intellectual effort 
(60.6%) and the loss of control in caregiving 
(66.7%) were most difficult. Respondents’ sense 
of duty, obligation and responsibility was high 
(81.0%), and most felt that caregiving is a moral 
and valued role (66.7%). Despite the difficulties 
indicated, most respondents felt that caregiving was 
not stressful for them (61.9%).
5) In terms of psychosocial changes, most subjects in 
the sample felt concern over their survivor’s 
uncertain future (71.4%). Head injury did not 
have a positive impact on family life (71.4%). A 
little more than half of respondents who replied 
felt that the crisis helped the family grow 
(47.6%), that the family was not coping (57.1%) 
and that they were not closer as a result (52.4%). 
However, respondents generally felt as close to 
their families as before (71.5%).
Table 21 compares the findings on six similar 
variables between this study and a similar study 
undertaken by Mauss-Clura & Ryan (1981), cited in the
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l i t e r a t u r e  r e v i e w .  T h i s  s t u d y  is the m o s t  d i r e c t l y  
c o m p a r a b l e  r e s e a r c h  to t h a t  u n d e r t a k e n  by  t h i s  w r i t e r .  
V a r i a b l e s  s e l e c t e d  f o r  c o m p a r i s o n  w e r e  t h o s e  m o s t  in 
c o r r e s p o n d e n c e  in t e r m s  o f  a p p l i c a t i o n  a n d  m e a n i n g .  A s  
i n d i c a t e d ,  m o r e  m o t h e r  r e s p o n d e n t s  in t h i s  s a m p l e  
e x p e r i e n c e d  p r o b l e m s  w i t h  f a t i g u e / n e e d  f or r e s p i t e  
( 6 6 . 7 % ) ,  d e p r e s s i o n  ( 6 6 . 7 % ) ,  a n d  a n g e r  ( 5 5 . 6 % ) .  In the 
s t u d y  b y  M a u s s - C l u m  a n d  R y a n  ( 1 9 8 1 ) ,  m o t h e r s  
e x p e r i e n c e d  m o r e  d i f f i c u l t i e s  in r e g a r d  to d e c r e a s e d  
s o c i a l  c o n t a c t s  ( 2 7%), a n d  s u r v i v o r  b e h a v i o u r  p r o b l e m s  
(54%).
T a b l e  21
S e l e c t e d  E f f e c t s  D a t a  C o m p a r i n g  t h e  P r e s e n t  S t u d y  ( n = 2 > )  W i t h  the
S t u d v  b v  M a u s s - C l u m  & R v a n  ( 1 981 ) o n  M o t h e r s  in t h e  S a m p l e s *
V a r i a b l e
P r e s e n t  S t u d y  
( n = 2 1 )
M a u s s - C l u m  & R y a n  
(n = l 1 )
Anger 55.6% 45%
Depression 66.7% 45%
Decreased social contacts 11.1% 27%
Behaviour problems 22.2% 54%
Fulfillment/member 
able to give 22.2% 9%
Fatigue/respite problems 66.7% 9%
♦Percentage of mothers who responded in each sample.
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
150
T h e  M a u s s - C l u m  & Rvati s t u d y  c o v e r e d  the a c u t e  p h a s e  of 
r e c o v e r y  r a t h e r  t h a n  the c h r o n i c  p h a s e  c o v e r e d  b y  t h i s  s t u d y .  In 
a c u t e  s t a g e s ,  s u r v i v o r s  b e h a v i o r s  w o u l d  be m o r e  o b v i o u s  a n d  
not.icablo, a n d  w o u l d  c o n s u m e  t h e  t i m e  a n d  a t t e n t i o n  o f  f a m i l y  
m e m b e r s .  In t h e  l o n g e r  te r m ,  f a m i l i e s  w i l l  no d o u b t ,  h a v e  m a d e  
adjustment, to i r r e g u l a r  b e h a v i o r s  a n d  h a v e  e s t a b l i s h e d  a  r o u t i n e  
to a l l o w  f o r  s o c i a l  c o n t a c t .  R e s p i t e  f r o m  c a r e g i v i n g  has, in 
t h i s  s t u d y ,  b e e n  i d e n t i f i e d  a s  t h e  p r i m a r y  c o n c e r n .
III. S e r v i c e  D e l i v e r y  a n d  S e r v i c e  N e e d s
The final section of this questionnaire consisted 
of items related to services available in the community 
for both survivors and families; service needs for each 
group; social work services received by families after 
trauma, and, if not received, social work services that 
would be needed. Three open-ended questions were 
included at the end concerning community services or 
agencies that have been most helpful; nature of 
experience with community agencies, and other kinds of 
social supports that were helpful.
Table 22 provides a breakdown of the current 
perceived nature of the service delivery system for 
both families and survivors in the Windsor and Essex 
County community as noted by respondents. The most 
frequent problem cited by the.sample was the inadequacy
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o f  s e r v i c e s  ( 8 5 . 7 % ) .  R e s p o n d e n t s  a l s o  felt that 
e x i s t i n g  s e r v i c e s  w e r e  i n a p p r o p r i a t e  ( 7 1 . 1 % ) .  M o s t  
s u r v i v o r s  d i d  n o t  p a r t i c i p a t e  in e i t h e r  a c o m m u n i t y  
p r o g r a m  ( 7 6 . 2 % )  o r  a s u p p o r t  g r o u p  ( 7 6 . 2 % ) .
Table 22
C o m m u n i t y  S e r v i c e s  f o r  S u r v i v o r s  o f  H e a d  rn.jury a s  P e r c e  i jvefLJii' 
S a m p l e  R e s p o n d e n t s  ( n = 2 1 ) *
Characteristic %
Services inadequate 85 . 7
Not in community program 76.2
Not in support group 76 .2
Services inappropriate 71.4
Services fragmented 61 .9
Services uncoordinated 5 7.1
Services nonexistent 57.1
♦Percentages will not total 100% owing to multiple responses.
Table 23 highlights community services perceived to be 
available to families by sample respondents.
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
152
Tab 2 2
C o n m n i ri ity S i - r v i c o s f o r  F a m i l i e s  a s  P e r c e i v e d  to be  A v a i l a b l e  b y  
S a m p l e  R e s p o n  d_ent.s 1 n *
Sc rv i c(> %
Services inadequate 90 . 5
Difficulty with financial resources 66. 7
Family not in support group 66. 7
Family not part of 
rehabilitation team 57,1
Family counselling unavailable 52.4
Family not included in 
discharge planning 52.4
♦Percentages will not total 100 owing to multiple responses
By far, 90% of families felt that the most critical problem 
was the inadequacy of services. Difficulties with financial 
resources (66.7%) and family noninvolvement in support groups 
(66.7%) were also identified as problematic areas. This is 
consistent with problems identified by families in the literature 
rev i ew.
When respondents were asked about services needed for both 
survivors and families, there was a fair amount of similarity 
rather than variance. Respondents felt that the survivors were 
more in need of education on services (n=18, 85.7%), education on
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h e a d  i n j u r y  (n=16, 7 6 . 2 % ) ,  g r o u p  c o u n s e l  1 im; { n = 16 ,  7 6 . 2% '  a n d
i n d i v i d u a l  c o u n s e l l  i ni; t n = l6 , 7 6 . 2 % } .  F a m i l i e s  w o r n  m e  re in n c e l  
of  e d u c a t i o n  o n s e r v i c e s  ( n= 16 , 7 6 . 2% ) , educut.ion o n h e a d  i n ju ry
( n =1 5 , 71.-!%), g r o u p  c o u n s e l l i n g  (n=lf>, 7 1 . 1 % )  a n d  f a m i l y
c o u n s e l l i n g  (n = l-l, 6 6 . 7 % ) .  T h e  c o n j e c t u r e  h e r e  is w h e t h e r  the 
r e s p o n d e n t s  w e r e  a b l e  to a n s w e r  the q u e s t i o n  f or  t h e i r  r e ] at ive 
w i t h  r e a s o n a b l e  o b j e c t i v i t y .  C o n v e r s e l y ,  w e r e  t he y u n a b l e  to 
s e p a r a t e  w h a t  t h e y  p e r c e i v e d  t h e i r  o w n  n e e d s  to be as  a p p o s e d  to 
t h e  s u r v i v o r ’s? It w o u l d  s e e m  t ha t c o r e  r e h a b i l i t a t i o n  s e r v i c e s  
s u c h  a s  b e h a v i o r a l  m a n a g e m e n t ,  c o g n i t i v e  t r a i n i n g ,  o r  l if e  s k i l l s  
t r a i n i n g  w o u l d  be m o r e  i m m e d i a t e l y  b e n e f i c i a l  to the f a m i l y  in 
t e r m s  o f  c o n t r o l  o v e r  r e s u l t i n g  l i m i t a t i o n s  s u c h  as  s o c i a l  
i n a p p r o p r i a t e n e s s .  H o w e v e r ,  n o n e  of  t h e s e  w e r e  r a t e d  n e a r  the 
t o p  o f  t h e  l ist.
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♦Percentages will not add up to 100% owing to multiple responses
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A s  t h i s  t h e s i s  is b e i n g  c o n d u c t e d  u n d e r  the 
a u s p i c e s  of t h e  S c h o o l  o f  S o c i a l  W o r k ,  it s e e m e d  
a p p r o p r i a t e  to i n q u i r e  a s  to w h e t h e r  o r  not s o c i a l  w o r k  
s e r v i c e s  w e r e  r e c e i v e d  o r  n e e d e d .  R e s p o n d e n t s  w e r e  
a s k e d  h o w  s o o n ,  a f t e r  t h e  s u r v i v o r ’s i nju ry , s o c i a l  
w o r k  s e r v i c e s  w e r e  r e c e i v e d .  O u t  o f  19 w h o  r e s p o n d e d ,  
t h e  m a j o r i t y  (n = 7, 3 3 . 3 % )  s a i d  " n e v e r . "  O f  t h o s e  w h o  
d i d  r e c e i v e  s o c i a l  w o r k  s e r v i c e s ,  s e v e r a l  r e s p o n d e n t s  
(ri = 6 t 2 8 . 6 % )  i n d i c a t e d  t h a t  s o c i a l  w o r k  s e r v i c e s  w e r e  
r e c e i v e d  at a n y  t i m e  b e t w e e n  s i x  w e e k s  to s i x  m o n t h s  
p o s t - i n j u r y .  A n o t h e r  g r o u p  (n = -l, 1 9 . 0 % )  s a i d  t h a t  
s o c i a l  w o r k  i n t e r v e n t i o n  o c c u r r e d  o v e r  a  y e a r  a f t e r  
t r a u m a .
T h e s e  r e s u l t s  a r e  d i s t u r b i n g  w h e n  t h e y  a r e  
e x a m i n e d  in r e s p e c t  t o t h e  r e l e v a n t  l i t e r a t u r e .  A s  
i n d i c a t e d ,  r e s e a r c h  c o n c e d e s  t h a t  c o p i n g  p a t t e r n s ,  
w h e t h e r  t h e y  a r e  f u n c t i o n a l  o r  d y s f u n c t i o n a l ,  a r e  
e s t a b l i s h e d  in t h e  f i r s t  t h r e e  t o  f o u r  w e e k s  f o l l o w i n g  
i n j u r y  ( F a r r e l l  & H u t t e r ,  19 8 4;  V e r s l u y s ,  1 98 0 ) .  
L i k e w i s e ,  t he  o p t i m a l  r e c o v e r y  p e r i o d  is f r o m  o n e  to 
s i x  m o n t h s  f o r  s u r v i v o r  f u n c t i o n i n g  ( F e l d m a n  & 
F i t z h e n r y - B e d a r d , 1 9 8 7 ) .  A l t h o u g h  a  c e r t a i n  p e r c e n t a g e  
o f  r e s p o n d e n t s  (n=6, 2 8 . 6 % )  h a v e  r e c e i v e d  i n t e r v e n t i o n
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M u r i n g  the o p t i m a l  r e h a b i l i t a t i o n  p e r i o d ,  n o n e  h a v e  
i n d i c a t e d  r e c e i v i n g  a s s i s t a n c e  in t he  t i m e  i m m e d i a t e l y  
f o l l o w i n g  i nj u ry .  T h e  q u e s t i o n  is w h e t h e r  s o m e  of  t he 
f a m i l y ’s c o p i n g  a n d  a d a p t a t i o n  s k i l l s  h a v e  b e e n  
c o m p r o m i s e d  b y t h i s  d e l a y .  It is l i k e w i s e  i n d i c a t e d  
t h a t  the f i r s t  y e a r  is m o s t  d i f f i c u l t  f o r  f a m i l i e s  in 
t e r m s  o f  i s o l a t i o n  m o b i l i t y ,  a n d  t i m e  ( C ol e , C o p e  & 
C c r v e l l i ,  19 85; V e r s l u y s ,  1 9 80 ).
Sample participants were also asked if they found 
the social work services helpful. Of those who 
responded (n=12, 57.1%), eight of them, or 66.7%, said 
that the services they received were not helpful to the 
family. Exactly why is not known, but anecdotal 
material offered by some respondents makes mention of 
workers who offer the family little in the way of 
useful, accurate information and less hope.
Respondents were asked about social work type 
services that had been received, and about those that 
were felt to be needed. The services most frequently 
received were information and referral (n=7, 33.3%), 
resource information (n=6, 28.6%), and individual 
counselling for survivors (n=5, 23.8%). In terms of 
those services most needed, respondents indicated that
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i n f o r m a t i o n  a n d  r e f e r r a l ,  r e s o u r c e  i n f o r m a t i o n ,  
i n d i v i d u a l  c o u n s e l l i n g  for f a m i l y  m e m b e r s ,  a n d  g r o u p  
c o u n s e l l i n g  for f a m i l y  m e m b e r s  (all at n=l-l, 6 6 . 7 % )  
w e r e  r e q u i r e d .  F a m i l y  c o u n s e l l i n g  a n d  g r o u p s  for 
f a m i l i e s  w e r e  n e e d e d ,  b u t  n o t  r e c e i v e d .  R e f e r  to T a b l e  
25 f o r  a c o m p l e t e  o v e r v i e w .
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F or  ini W o r k  Si*rv ice*■; R o t h  R e c e i v e d a n d  N e e d e d  As  I n d i c a t e d  b
R o s p o n d o n  is (n = 2_1_] *
Rece i ved Needed
So rvice % %
I ri format ion 
and referral 33.3 6 6 . 7
Resource 
i nformat ion 28.6 66. 7
Individual 
counse11ing 
























for survivor 00.0 19.0
Marital 
counselling 
for fam i1y 00.0 28.6
♦Percentages will not add up to 100% owing to multiple responses
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In t he M au ss -C lu tn  A K y a n  i 1981 ) s t u d y ,  s a m p l e  
r e s p o n d e n t s  i d e n t i f i e d  f i v e  p s y c h o s o c i a l  n e e d s  that 
r e l a t i v e s  w a n t e d  met by s e r v i c e  p r o v i d e r s .  T h e y  are:
1 ) to h a v e  s o m e o n e  w h o  is c o n c e r n e d  abo ut  the 
s u r v i v o r ’s h e a l t h ;  2) to feel h o pe ;  3) to be a s s u r e d  of 
c a r e ;  -1) to be a b l e  to t a l k  a b o u t  d e a t h ;  a n d  5) to be 
e n c o u r a g e d  to cry. A n e c d o t a l  m a t e r i a l  f r o m  t h i s  s u r v e y  
m a d e  r e f e r e n c e  to t h e  f o l l o w i n g :
"Unless somebody has a friend or family member in this 
situation, I find most people don’t give it. much 
thought and aren’t helpful."
"I have had to find my own support system through 
friends. I have found that otherwise there are none.
I guess we have no choice but to find our own outlets 
for the total devastation and frustrations that we have 
to endure."
"I believe head injury is not widely known, and most 
misunderstood...I hope head injury is researched more 
and more recognized programs will result."
"A...referral... to a neurosurgeon involved a trip to 
London for a '5 minute’ evaluation by flashing a light 
in his eyes and a prescription for pills with no 
thorough testing or much needed counselling and 
services."
One respondent’s experience was more positive: 
"(Community services were)...helpful, supportive, 
informative...able to release anger, frustration 
positively."
Respondents were asked questions involving agency
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hi lp, t.ho q u a l i t y  o f t ha t  h e lp , a n d  a s s i s t a n c e  r e c e i v e d  
f r o m  i n f o r m a l  s u p p o r t s .  R e s p o n d e n t s  w e r e  a s k e d  to l i s t  
the f i v e  a g e n c i e s  t h a t  w o r e  m o s t  h e l p f u l  t.o t h e m  in 
r e c o v e r y  a f t e r  h e a d  i n j u r y .  O n l y  o n e  r e s p o n d e n t  c o u l d  
list five. T a b l e  26 p r o v i d e s  a  l i s t i n g  o f  t h e  s e r v i c e s  
r e s p o n d e n t s  in t h e  s u r v e y  i d e n t i f i e d  a s  h e l p f u l .
The local Head Injury Association (n=14, 66.7%) was 
identified as being most helpful, following by Windsor 
Western Hospital Centre (n = 3, 14.3%) and services in 
in the United States (n=3, 14.3%). Around one-third of 
the sample, tn=8, 38.1%) indicated that no community 
agency had been helpful to them. Anecdotal material 
mentioned frustrations with lack of service 
availability, inappropriateness, and lack of follow-up.
Those surveyed were asked to identify the 
nonagency supports most helpful to them in post- 
traumatic adjustment.
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T a b i c  26
Respondents (n=2l)*
Service Name or Type %
Head Injury Association of 
Windsor and Essex County 66.7
United States Based Services 1-1.3
Windsor Western Hospital Centre 14.3
Canadian Mental Health Association 9. 5
Cancer Society 4.8
Victorian Order of Nurses 9.5
Al-Anon 4.8




March of Dimes • 00
Ontario Head Injury Association 4.8
Social Services 4.8
Vocational Rehabilitatin Services 4.3
None helpful 38.1
♦Percentages will not add up to 100% owing to multiple responses.
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Of t.hosc who answered (n=15, 71. *1%), the local Head Injury 
Association was again identified (n=4, 19.0%), followed by church 
(n = 3, 14.3%), and family or
friends (each n=2, 9.5%). Two respondents mentioned having no 
social support. Remaining responses named
professionals such as lawyers. Anecdotal material provided spoke 
warmly of friends, neighbours and church parishioners, but 
feelings of loneliness and isolation were pervasive. Only one 
person mentioned a social worker as being helpful in post- 
traumatic recovery in any of the open-ended questions.
In summary, it would seen that services for both families 
and survivors is a problem-filled area, and this is consistent 
with head injury information to date. Inadequate services, 
service inappropriateness and nonprogram involvement are key 
areas that need to be addressed for both client groups. The need 
for service education information on head injury and family 
counselling and group support has been supported. Social work 
services must be included as part of the recovery process, much 
more so than they have been according to the sample. There is a 
certain lack of sensitivity on the part of social workers to the 
needs of individuals and families impacted by head injury.
Social work intervention is needed to assist families with post- 
traumatic adjustment as soon as possible. Clearly, there is an
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i n d i c t m e n t  o n  t h e  p r o f e s s i o n  to b e c o m e  m o r e  e d u c a t e d  a b o u t  he 
i n j u r y  a n d  its r e s p e c t i v e  n e e d s ,  a n d  to a c t i v e l y  p r o m o t e  the 
i n c l u s i o n  o f  s o c i a l  w o r k  s e r v i c e s  in a l l  a r e a s  o f h e a d  i n j u r y  
r e h a b i l  i t a t  i o n .
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i.'hapt er 7 
Conclusions and Rocommendat. i ons
Tli i s final c h a p t e r  w i l l  a d d r e s s  c o n c l u s i o n s  a n d  
r e c o m m e n d a t i o n s ,  f r o m  t he  s t a n d p o i n t s  of:
i } c o n c l u s i o n s  r e l a t e d  to the R e s e a r c h  
Q u e s t  i o n s ;
ii) conclusions from other significant findings;
iii) s t u d y  l i m i t a t i o n s ;
i v ) r e c o m m e n d a t i o n s ,  a n d
v) policy issues.
The demographic characteristics of the sample were 
representative. Most survivors were young, singly 
males, and family members most involved were female, 
either mothers or wives. The women were also the 
primary caregivers. These characteristics are found to 
be similar to others described by Graffi (1990), Liss & 
Wilier (in press), Livingston, Brooks & Bond (1985), 
Mauss-Clum & Ryan (1981), McKinlay et al. (1981) and 
MHIA (1987). Therefore the demographics in this sample 
seem to be generalizable to other head injury 
populations.
Anger (61.9%) and depression (66.7%) were the it. -st 
significant emotions expressed. Personality changes
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i S l % ) ,  l a c k  o 11 * - *.• i s i oirni.ik i n g  ( 8 1 % )  a n d  l a c k  o f  s o c i a l  
s k i l l s  { 8 1 % }  w e r e  m o s t  p r o h l o n m t  ic. L a c k  o f  ''mot i on a l 
i n t i m a c y  a n d  f e e l i n g s  o f  c n a d o q u a c y  p rodoin i n a  t oil. The
c a r e g i v i n g  r o l e  w a s  t h e  r o l e  that w a s  m o s t  a d j u s t e d  to, 
a s s i s t e d  b y  t h e  p o s i t  i v e  p e r c e p t  i o n  r e s p o n d e n t s  h a d  
a b o u t  it. It w a s  p e r c e i v e d  a s  n o n s t  r o s s f u l  , a m o r a l  
d u t y  a n d  v a l u e d  h v  s t u d y  p a r t i c i p a n t s .
S e r v i c e s  w e r e  f o u n d  to be i n a d e q u a t e  ( 8 5 . 7 % )  a n d  
i n a p p r o p r i a t e  (71.-1%) a n d  t h e r e  w a s  v e r y  l i t t l e  s e r v i c e  
i n v o l v e m e n t  f o r  e i t h e r  s u r v i v o r s  o r  f a m i l i e s .  S e r v i c e s  
h a v e  b e e n  e l s e w h e r e  d o c u m e n t e d  a s  f r a g m e n t e d ,  u n c o ­
o r d i n a t e d ,  a n d  n o n - e x i s t e n t  ( F e l d m a n  & F i t z h e n r y -  
B e d a r d ;  M H A B C D ,  1 9 S 7 ) .
T h e s e  o b s t a c l e s  a r e  c r i t i c a l ,  f r o m  t wo  
s t a n d p o i n t s .  S u r v i v o r s  w h o  r e t u r n  to t h e  c o m m u n i t y  
w i t h o u t  s u p p o r t s  s t a n d  a v e r y  r e a l  c h a n c e  o f  l o s i n g  
n e w l y  l e a r n e d  r e h a b i l i t a t i o n  s k i l l s  ( C o l e ,  C o p e  k  
C e r v e l l i ,  19 8 5;  H a c k l e r  & T o b i s ,  1 9 8 4 ) .  S t r e s s  fo r  
f a m i l y  m e m b e r s  is l e s s e n e d  w i t h  t h e  a v a i l a b i l i t y  o f  
c o m m u n i t y  r e s o u r c e s  ( L i g o n ,  1 9 8 9 ;  M H A B D C ,  198 7;  M o r r i s ,  
M o r r i s  &  B r i t t o n ,  1 98 8 )
A n e c d o t a l  m a t e r i a l  o n t h e  a b s e n c e  o f  p r o f e s s i o n a l  
s u p p o r t s ,  f o r  t h e  m o s t  r e s p o n d e n t s ,  h i g h l i g h t s  t h e  n e e d
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for r u - o p c r u t  i\c- c f fort, s bot.wc'on fumil i o s  a n d  
p r o f e s s i o n a l s .  Bot.h f o r m a l  a n d  i n f o r m a l  s y s t e m s  m u s t  
!>■• ill il iz<-d by b o t h  f a m i l i e s  a n d  t h o s e  w h o  h e l p  t h e m  to 
r e b u i l d  s o c i a l  n e t w o r k s  ( D r i e d g e r ,  1 9 8 1 ) .
M os t r e s p o n d e n t s ,  3 3 . 3 % ,  never received social 
work services; 2 8 . 6 %  o f  respondents received social 
work intervention six weeks t o  six months post-injury, 
and 19% received assistance a year or more later. The 
delay factor here is significant, as the research 
literature indicates that family coping patterns are 
established for better or for worse, three to four 
weeks after trauma. Too, the optimal recovery period 
for survivors is one to six months post-trauma. this 
first year is most difficult in terms of recovery and 
adjustment, and coping skills are compromised by the 
delay. Around 66.7% of respondents indicated that 
social work services were not helpful. Anecdotal 
material provided inferred that this dissatisfaction 
was related to a lack of useful but accurate 
information surrounding head injury, and a lack of 
hope. Social work has been identified in the OHIA 
Executive Summary {1987} as one of the key professions 
potentially involved in head injury recovery as
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r e q u i r i n g  moi’i' k n o w l e d g e  a m i  e d u c a t  ion 1 ti l h i s :trt'a,
T ; :c w a s  a s i m i l a r i t y  of  n e e d s  b e t w e e n  sur\ i\oi-s 
a n d  f a m i l i e s  in r e s p e c t  to the n e e d  for e d u c a t  ion on 
s e r v i c e s ,  e d u c a t i o n  o n  h e a d  i n ju r y,  g r o u p  c o u n s e l l i n g ,  
a n d  i n d i v i d u a l  c o u n s e l l i n g .  T h e  s e l e c t i o n  of  t h e r a p i e s  
a s  p r i o r i t y  o v e r  h a r d  c o r e  r e h a b i l i t a t i o n  s e r v i c e s  
p o i n t s  to t h e  s a l i e n c y  o f  e m o t i o n a l  i m p a c t .  A l t h o u g h  
t he  n e e d  f o r  a c o n t i n u u m  o f  c a r e ,  f r o m  t r a u m a  to 
c o m m u n i t y  r e - e n t r y ,  h a s  b e e n  w e l l  d o c u m e n t e d  { H u e g e  & 
H o l o s k o ,  1989; O H T A  E x e c u t i v e  S u m m a r y ,  1 9 89 ) , 
c o u n s e l l i n g  is p a r t i c u l a r l y  i m p o r t a n t ,  a s  it. s e r v e s  as 
a p r e v e n t i v e  m e a s u r e .
It is important to note that hard core 
rehabilitation services are mentioned frequently in the 
research literature, especially as part of a community 
based continuum. However, the striking feature of 
perceived service need in this study is the repeated 
call for counselling by respondents for both survivors 
and families. The emotional impact created by head 
injury cannot be under-estimated and appears to be 
strong for subjects in this study even six years post­
trauma.
Not surprisingly, HIAWE, the local head injury
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s u p p o r t  ort'an i;'at ion, w a s  f o u n d  t o ho most, h e l p f u l  to 
r e s p o n d e n t s  (n = 14, 6 6 . 7 % ) .  T h i s  o r g a n i z a t i o n  w a s
f o u n d e d  by h e a d  i n j u r y  s e r v i c e  c o n s u m e r s  in w h a t  t h e y  
felt t o  be t he a b s e n c e  o f  o t h e r  c o m m u n i t y  s u p p o r t s ,  a n d  
the a g e n c y  b e c o m e  the h e a d  i n j u r y  " v o i c e "  in t h i s  
c o m m u n i t y .  It w a s  e x p e c t e d  t h a t  r e s p o n s e s  w o u l d  be 
b i a s e d  in t h i s  d i r e c t i o n .
Sj u d y 1. i ro i t a t  i o n s
T h e  p o p u l a t i o n  b e i n g  s t u d i e d  is h i g h l y  s e l e c t i v e .  
It is n o t  a  r a n d o m  s a m p l e  a n d  t h e  r e s u l t s  c a n n o t  be 
g e n e r a l i z e d  to t h e  g e n e r a l  p o p u l a t i o n ,  n o r  a r e  t h e y  
n e c e s s a r i l y  r e p r e s e n t a t i v e  o f  o t h e r  h e a d  i n j u r y  
p o p u l a t i o n s .  T h e  i n s t r u m e n t s  a r e  u n s t a n d a r d i z e d ,  a n d  
r e l i a b i l i t y  f a c t o r s  a r e  u n k n o w n .  T h e  i n s t r u m e n t  r e l i e s  
o n f a c t  v a l i d i t y ,  g r o u n d e d  in p a r t  o n  r e l e v a n t  
l i t e r a t u r e .  N o t  a l l  p e r s o n s  w h o  h a v e  a m e m b e r  w i t h  
h e a d  i n j u r y  a r e  m e m b e r s  o f  t h e  l o c a l  A s s o c i a t i o n .  T h e  
i n s t r u m e n t  is r e l i a n t  o n  s e l f - r e p o r t  - it is h i g h l y  
s u b j e c t i v e .  M a i l  s u r v e y s  h a v e  a  d i m i n i s h e d  r a t e  o f  
r e t u r n  in s m a l l  s a m p l e  p a r a m e t e r s .
R e c o m m e n d a t  i o n s
1. R e s p o n d e n t s  h a v e  e s t a b l i s h e d  t h e  n e e d  f o r
c o u n s e l l i n g  f o r  b o t h  s u r v i v o r s  a n d  f a m i l i e s  to
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d e a l  w i t h  t-i'covory . P r o - m o r b i d  i s s u o s ,  u n r c s o  1 v e d  
g r i e f  a n d  c a r e g i v e r  s t r a i n  n r o  p a r t i c u l a r l y  
i m p o r t a n t .  I n d i v i d u a l ,  g r o u p s  a n d  family 
c o u n s e l l i n g  a r e  m o s t  n e e d e d .
2. T h e r e  a r e  n e e d s  to b e  a c o m b i n a t i o n  o f  s e l f - h e l p  
a n d  p r o f e s s i o n a l l y ,  a d m i n i s t e r e d  g r o u p s  to a s s i s t  
f a m i l i e s  to r e s o l v e  c o p i n g ,  a d a p t a t i o n ,  r e c o v e r y ,  
a n d  a d j u s t m e n t  i s s u e s .  R e s o l u t i o n  is i m p o r t a n t  to 
e n s u r e  that, u n r e s o l v e d  i s s u e s  d o  not h i n d e r  
r e h a b i l i t a t i o n .
3. I m p r o v e d  family a s s e s s m e n t  t o o l s  n e e d  to bo 
d e v e l o p e d  f o r  u s e  w i t h  h e a d  i n j u r y  f a m i l i e s  
( F r a n k s ,  1 9 8 4 ) ,  in a d d i t i o n  to d i a g n o s t i c  
i n s t r u m e n t s  t h a t  c o u l d  b e  a d a p t e d  f or u s e  w i t h  
t h i s  p o p u l a t i o n .  T h e y  c o u l d  i n c o r p o r a t e ,  f or 
e x a m p l e ,  H i l l ’s A B C X  F a m i l y  C r i s i s  M o d e l ,  M c M a s t e r  
M o d e l  o f  F a m i l y  F u n c t i o n i n g ,  M c M a s t e r  C l i n i c a l  
R a t i n g  S c a l e ,  a n d  P L I S S I T  M o d e l  f o r  i n t e n s i v e ,  
t i m e  l i m i t e d  t h e r a p y  ( C a m p b e l l ,  J a c k s o n  & J e g l i c ,  
1 9 8 9;  R o s e n t h a l  &. Y o u n g ,  1 9 8 8 ) .  A b i o p s y c h o s o c i a l  
s y s t e m  n e e d s  to f r a m e  f a m i l y  a n a l y s i s  ( R o l l a n d ,  
1 9 8 8 ) .
4. There is a lack of Canadian based research in the
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f i c !d o f  h o ^ d  i n j u r y  r e c o v e r y .  I n v e s t i g a t i o n  
s h o u l d  be u n d e r t a k e n  in r e g a r d  to l o n g - t e r m  i m p a c t  
( F l o r i a n ,  Kate. & L a h a v , 1 9 89 ) , a n d  k i n  s t u d i e s  
( W i l i e r ,  h i s s  & A r r i g a l i ,  1 9 9 0 ) ,  in a d d i t i o n  to 
m o t h e r s .  A c t i v e  f a m i l y  t r e a t m e n t  m o d e l s  n e e d  to 
be d e v e l o p e d ,  u s i n g  t he  a f o r e m e n t i o n e d  o n e s  as 
r e s o u  r c e s .
5. Although several local and provincial service 
needs assessments have been undertaken, steps need 
to be taken to implement whatever suggestions are 
made, particularly by consumer. At the same time 
more inventories need to be taken of existing 
services so that survivors and families are not 
plunged into a complete service abyss when acute 
treatment is finished.
6. Standardized instruments need to be applied in 
researching family long-term recovery, family 
impact on survivor rehabilitation outcomes, levels 
of denial and its persistence, levels of grief and 
its persistence, and stress predictors. Studies 
such as that of Graffi (1990) on stress and 
caregiver issues can be replicated, and expanded.
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P O L I C Y  I S S U E S
1. H e a d  i n j u r y  s u r v i v a l  is a nv lat i v ei y n e w  p r o b l e m ,  
g i v e n  t he  d e c l i n e  in a u t o m o b i l e  r e l a t e d  m o r t a l i t y  
r a t e s  a n d  t e c h n o l o g i c a l  a d v a n c e s  in a c u t e  c a r e  a nd 
r e h a b i l i t a t i o n .  D i s c o v e r i e s  a r e  st i 11 b e i n g  m a d e  
a r o u n d  t h e  e t i o l o g y  o f  t r a u m a t i c  b r a i n  i n j u r y  a n d  
c o n s e c u t i v e  t r e a t m e n t  a n d  s e r v i c e  n e e d s .  T h e  n e e d  
f or  r e s e a r c h  m u s t  b e  b a l a n c e d  a g a i n s t  c o m m u n i t y  
s e r v i c e  n e e d s ,  a s  t h e r e  a r e  l i m i t e d  p o s l - d i s c h a r g e  
s e r v i c e  o p t i o n s .  O n l y  o n e  o u t  o f  20 p e r s o n s  is 
r e c e i v i n g  p r o p e r  t r e a t m e n t  in t h e  c o m m u n i t y  (M H 1A ,
1 9 8 7 ) .
2. H e a d  i n j u r i e s  a r e  p r i m a r i l y  c a u s e d  b y  m o t o r  
v e h i c l e  a c c i d e n t s  ( M V A s ) ,  f a l l s ,  s p o r t s  i n j u r i e s ,  
a n d  a s s a u l t s .  A l c o h o l  a n d  s u b s t a n c e  a b u s e  a r e  
c o n t r i b u t i n g  f a c t o r s .  P r e v e n t i o n  c a m p a i g n s  n e e d  
to  b e  d e s i g n e d  f o r  g r o u p s  w h o  m a y  b e  a t  risk, 
p a r t i c u l a r l y  m a l e s  u n d e r  t h e  a g e  o f  20. O n c e  
a g a i n ,  p r e v e n t i o n  n e e d s  m u s t  be  b a l a n c e d  o f f  w i t h  
c o m m u n i t y  s e r v i c e  n e e d s .
3. E a r l y  i n t e r v e n t i o n  is r e q u i r e d  f o r  s u r v i v o r s  a n d  
f a m i l i e s .  H o s p i t a l  p l a n n i n g  s e r v i c e s  m u s t  
c o n s i d e r  t h a t  f a m i l y  c o p i n g  p a t t e r n s  a r e
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established within three to four weeks of injury 
(Farrell & Hutter, 198-1; Versluys, 1980). The 
first one of six months is perhaps the most 
critical recovery period (Feldman & Fitzhenry- 
Bedard, 1987). From the results, social workers 
are being under-utilized in their professional 
capacity to fill the counselling service void 
here. Timing of services at each point in the 
recovery continuum is essential. Functional 
losses may occur in survivors if they are 
discharged into a non-supportive or non-existent 
service network.
•1. Families need to be treated concurrently with 
survivors - the "head injured family in 
rehabilitation services (Brooks, 1984; Karpman, 
Wolfe & Vargo, 1986; Versluys, 1980). This dual 
focus must be maintained in all policy formulation 
and service planning.
5. The totality of involvement in post-traumatic
rehabilitation for persons involved in head injury 
calls for a holistic, labour intensive treatment 
response. Naturally, services are then more 
expensive and time consuming and the care involved
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m a y  bo  1 i f e l o n g  ( G r a f f i ,  199 0) . N e e d s  o !' p e r s o n s  
affl Ictocl w i t h  a n d  af  f o o t e d  by h e a d  i n j u r y  must he 
b a l a n c e d  against, t he  n e e d s  o f o t h e r  d i s a b i l i t y  
popu.1 a  t i o n s  .
6. F a m i l  ies b e a r  t he  c a r e  b u r d e n  o f  d i s a b i l  ity 
p a r t i c u l a r l y  w i v e s  a n d  m o t h e r s .  P r o b l e m s  
a f f e c t i n g  c a r e g i v e r s ,  a n d  d i f f e r e n c e  in f a m i l i e s  
o f  o r i g i n  a n d  c o m m i t m e n t  must, bo c o n s i d e r e d  in 
s e r v i c e  p l a n n i n g  { B r o o k s  & B o n d ,  1 9 8 5 ) .  S i z e  a n d  
c o m p o s i t i o n  f a c t o r s  m a y  ill e q u i p  f a m i l i e s  to 
h a n d l e  t h e i r  m e m b e r  ( I r e y s  & B u r r ,  1 9 8 9 ) .  T h i s  
m u s t  b e  c o n s i d e r e d ,  a l o n g  w i t h  s e r v i c e  
l i m i t a t i o n s ,  in r e s p e c t  to d i s c h a r g e  p l a n n i n g  
( G o b b l e  &  P f a h l , 19 85; T r e y s  & B u r r ,  1 9 8 4;  M H A B D C ,  
1 9 8 7 ;  S w i e r c i n s k v ,  P r i c e  &  L e a f ,  1 9 8 7 )
7. B o t h  t h e  M i n i s t r y  o f  C o m m u n i t y  a n d  S o c i a l  S e r v i c e s  
a n d  t h e  M i n i s t r y  o f  H e a l t h  a d v o c a t e  a  c o m m u n i t y  
b a s e d  c a r e  m o d e l  c a l l i n g  f o r  f a m i l y  i n v o l v e m e n t ,  
in t h e  s p i r i t  o f  d e - i n s t i t u t i o n a l i z a t i o n  
p h i l o s o p h y .  H o w e v e r ,  t h e  f a m i l y  n e e d s  to b e  g i v e n  
a  c h o i c e  as  t o t h e  n a t u r e  a n d  e x t e n t  o f  t h e i r  
i n v o l v e m e n t ,  a n d  t h e i r  p r e f e r e n c e  f o r  
i n s t i t u t i o n a l  c a r e  ( G r a f f i ,  1 9 9 0 ) .  F a m i l y  b u r d e n
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H. E t h i c a l  c o n s i d e r a t i o n s  m us t  be e x t e n d e d  in a ll
ureas of head injury service this includes life- 
sustaining measures and proscribed treatment 
alternatives. Ethicists must work with families 
in terms of choices and consequences (Steinmetz,
1988), bearing in mind that families are more 
responsive when given realistic information (Boll, 
1982; Buchanan, 1981). Ethics in caregiving must 
consider individual self-perceptions, role 
performances, and how the family confronts society 
(Hanks & Settles, 1988).
9. Consumers, both survivors and families, need not 
only to be consulted regarding service needs, but 
be included in all phases of service planning. A 
service continuum should include both self-help 
and professionally administered alternatives. 
Consumers have deep and personal knowledge of head 
injury that is under-uti zed and must be shared.
10. The present service delivery system must be re­
oriented toward improved knowledge, more even 
resource availability, and more dynamic intra- 
systematic conditions (Noble et al., 1990).
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LIVE DISCHARGES AND DEATHS BY INTRACRANIAL 
y ---------- -
AND CONCUSSION INJURIES
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' DENOTES THE AGE BRACKET THAT IDEALLY WILL YIELD SERVICE RECIPIENTS.
SOURCE: Ministry of Health, 1985.
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QUESTIONNAIRE 
FAMILIES AND HEAD INJURY 
OCTOBER 16, 1990
1. Relationship of survivor to you? ------------------------------------------------
2. How long ago was the injury? -----------------------------------------------------
3. How old was the su:.Ivor at the time of his or her injury? ----------------
4. Did he/she live at home? ---------------------------------------------------------
5. Did you have contact with a social worker after the survivor’s injury?
How soon after? -------------------------------------------------
Was the entire family involved in the social work contact?
6. Has your survivor come home to live with you?
7. Is he or she actively involved in head injury services of any kind?
8. What has been the most difficult part of the recovery process for you?
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
177
QUESTIONNAIRE 
FAMILIES AND HEAD INJURY
OCTOBER 16, 1990 (continued)
9. What are the most serious problems right now? -------------------------------
10. Would you be interested in being part of a study on family and head injury 
rehabilitation?
YES -------  NO -------
11. Please write down your name, address, and telephone number below:
NAME: ---------------------------------------------------------------------------------
ADDRESS: ------------------------------------------------------------------------------
TELEPHONE: (home)   (work)
12. Other comments: -----------------------------------
FOR FURTHER INFORMATION, PLEASE CONTACT:
Joann Leake, M.S.W. Candidate 
School of Social Work 
University of Windsor, Ontario
TELEPHONE: Work - 253-4232 (Social Work Department)
Home - 252-7424 (After 6 p.m.)
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J a n u a r y  15, 1991
Mr. Dennis Bellehumeur, President 
Board of Directors
Head Injury Association of Windsor & Essex County 




This letter is being written to request the assistance of 
the Board of Directors of the Head Injury Association of Windsor 
and Essex County (HIAWE) in completing a study that I am 
currently undertaking for my Masters thesis. It concerns the 
effects of a family member’s head injury on the families of 
survivors.
The effects of head injury on family members is a subject 
that is only now being addressed in United States based 
literature on head injury adjustment and rehabilitation.
However, there is a paucity of information insofar as the 
experiences of Canadian families are concerned. What I wish to 
do is to mail out a survey questionnaire to a number of the 
family members of HIAWE to complete and return to me for
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analysis. This type of exploratory-descripfi ve study will shed 
some light on the characteristics of these affected families and 
identify some of the important factors in their post-trauma
coping, recovery and adaptation. My goal is to analyze about
forty (40) questionnaires. The responses given by family members 
will be kept strictly confidential and will, of course, be 
anonymous as research protocol dictates.
Since it is not possible to outline the details of my
project fully in this letter, I am very willing to make a brief
presentation to the HIAWE Board as soon as it can be arranged.
At that time, I can share some of the relevant literature, 
methodology, and instrumentation. The other area that this study 
is particularly relevant to is the area of programming— policy, 
design and implementation— for services for families. I am sure 
that this is also an interest and concern for the Board.
In closing, I wish to thank you for your consideration of 
this matter. I hope to ms. ;ntain ongoing liaison with the Board
during the time-frame of the study to inform you periodically of 
my progress. Enclosed is the most current draft of my survey 
instrument for your perusal.
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S i ncerc1y ,
Joann D. Leake 
Masters Candidate 
School of Social Ws;rk
Enel .
c.c. Dr. Donna Hardina, Chairperson 
Thesis Committee 
School of Social Work 
University of Windsor
Dr. F. C. (Bud) Hansen, Member 
Thesis Committee 
School of Social Work 
University of Windsor
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APPENDIX D
COVER LETTER




This letter is being written to request your assistance with a 
research project related to the effects of traumatic head injury on 
f am i1i es.
The study is designed to find out how families in Windsor and 
Essex County are affected when a loved one sustains a head injury. 
Presently, there is very little written on this topic in Canadian 
research literature. Hopefully, this study will further our 
understanding of it. The study is being done to fulfii a Master of 
Social Work degree requirement.
Enclosed you will find a survey questionnaire. Please complete it 
and return it in the enclosed stamped, self-addressed envelop. An 
informed consent is also enclosed and it, too, should be completed. All 
surveys will be assigned a code number and responses will be 
confidential as well as anonymous. We ask that the survey be returned
no later than _______________- Should you wish to have assistance
in completing the questionnaire, please do not hesitate to contact me at 
(519) 252-7424, after 6 p.m. We can set up an interview time to discuss 
and complete the survey.
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Thank you for your time and cooperation in th 
completion, a copy of the project, will he available 
the local Head Injury Association office, 1226 Ouel 
Windsor. Your participation is gratefully ncknowlo 
Sincerely,
Joann Leake, Masters Candidate 




is s tu d y .  I pon 
f o r  p u b l i c  use in 
l e t  to  Avenue,  
dged and a p p r e e i a t i
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APPENDIX E
INSTRUCTIONS to  t h e  respo nd ent
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Fa m i l i e s  -nid Head 11i jm-v  
Survey Quest. iotma i re
The purpose of this survey is to determine the efforts of traumatic 
brain injury of a family member on the lives of other family members. Head 
injury is a fairly recent phenomenon in health care. Improved emergency curt* 
techniques result in more lives being saved annually in Ontario. Owing to the 
recent emergence of this population, there is very little written on the 
effects of head injury in Canadian research literature. By filling out this 
questionnaire, you are making a significant contribution to knowledge in this 
area.
There are three parts to the survey. The first part consists of socio- 
demographics related to the family. The second part consists of a series of 
’’feeling" statements about the effects of head injury on yourself, as a family 
member. Finally, the third part consists of questions on social work and 
other services in head injury rehabilitation. Please complete the 
questionnaire to the best of your ability. Enclosed is a stamped, self- 
addressed envelope. Please place the survey and the informed consent in the 
envelope and mail it back.
If you wish, please contact Joann Leake at (519) 252-7424 after 6 p.m. 
for further assistance, as may be required. Thank you for your time and 
cooperation.
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
a p p e n d i x  f
CONSENT FORM
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INFORMED CONSENT FOR 
SURVEY PARTIPI PANTS
Joann Leake, a Masters of Social Work candidate at the School of Social 
Work, University of Windsor, has invited me to take part in a study. The 
purpose of the study is to explore the effects of traumatic brain injury on 
families of head injury survivors. I have agreed, voluntarily, to participate 
in the study. It will involve the completion of a survey questionnaire 
consisting of three parts: i) perceived effects of traumatic brain injury;
ii) rehabilitation and social work services, and; iii) socio-demographic 
data. The survey will take about one hour to complete.
I understand that my name will not be recorded along with my answers.
My responses will be kept strictly confidential and will be anonymous. I 
understand that no names will appear in the final report, t also understand 
that, while the study may not directly benefit me, it will be of some help to 
other families of members with head injuries.
Signature
Date:
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Section 1
The following section contains questions related to socioderaographics, Please 
complete them for your survivor and family at the present time.
I. Survey Respondent:
1. Are you: Male   Female -----
2. What is your age? Please check the appropriate range.




50 - 59 years -----
60 - 69 years-----------
70 years and over -----
3. What is your occupation? -------------------------- - ---------- -
4. What is your relationship
to the family member? --------------------------------------
5. What is your marital status? (check one)






6. How many persons reside in your 
household at the present time? -----
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7. What is your income status from all sources? (check one)
$4,999 and under -----
$5,000 - $9,999--- -----
$10,000 - $19,999 -----
$20,000 - $29,999 -----
$30,000 - $39,999 -----
$40,000 - S49,999 -----
$50,000 and over -----
8. Are you currently employed? (circle one) iES NO
1 0
11. Head Injury Survivor:
1. Is the family member: (check one)
Male   Female -----
1 0
2. What is the family member’s present age? Please check 
the appropriate range.
What was the family member’s 
age at the time of injury?
19 years and under
20 - 29 years 
30 - 39 years 
40 - 49 years 
50 - 59 years 
60 - 69 years
70 years and over
3. What is the family member’s present occupation? (list)
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4. What is the family member’s marital status? (check one)






5. What is the family member’s income status, from all 
sources? (check one)
549,999 and under -----
55.000 - 59,999 -----
510.000 - 519,999----- -----
520.000 - 529,999----- -----
530.000 - S39,999 -----
540.000 - 549,999 -----
550.000 and over -----
6. Was the family member employed at
the time of their injury? (check one) YES NO
1 0




Sports related injury -----
Assault/act of violence -----
Other (drugs, alcohol abuse,
surgery, illness, etc.) -----
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8. How long ago was the family member’s 
injury? (Give year of injury or
number of years post-injury) -------
9. What are the resulting limitations that the family member 












11. Was the family member living at home 
at the time of injury? (circle one)
12. Has the family member returned to live
at home with your family? (circle one) 1..... 0
13. Are you the primary care-giver for
the family member? (circle one)....................... 1..... 0
14. If so, do you receive any help with
care-giving tasks? (circle one) 1......0
YES NO
1..... 0
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Section II
Listed below are some statements that are related to the effect, of your family
member’s head injury on you. Please circle the number of the answer that hest.
reflects your feelings regarding the statement.
A. Grief artd Recover Process:
I feel that...
Strongly Somewhat Strongly Not
Agree Agree Agree Disagree Disagree Applicable
1. My family member 
will return to 
their pre-injury 
self.
2. My family member 
has not returned 
to their pre­
injury self.
3. I feel angry that 
my family member 
has sustained a 
head injury.
4. I feel depressed 
about my family 
member having a 
head injury.
5. I have adjusted t 
my family member’ 
head injury.
B. Survivor Limitati
1. The personality 
changes in my 
family member 
are not difficult
to adjust to. 1........2........ 3....... 4........5........ 6
2. The lack of social 
skills that my 
family member now 
has are difficult
to adjust to. 1........2........ 3....... 4........5........ 6
1 ..........2 .......... 3 .......... 1.......... 5 ...........6
1....... 2........3........4........5........ 6
1....... 2........3........4........5........ 6
1........ 2....... 3........ 4....... 5........6
o
s
1........2....... 3........ 4....... 5........6
ons:









problems that my 
family member has 
are not hard for
me to adjust to. 1 2 3 4 o 6
4. The physical
limitations of my 
family member are 
difficult for me
to adjust to. 1 2 3 4 5 6
5. Had I known the 
limitations my 
family member must 
live with now, it 
may have been 
better that they
did not survive. 1........2........3....... 4.........5....... 6
6. I feel a sense 
of sadness when I 
think about the 
future for my
family member......1........2........3....... 4.........5....... 6
7. The lack of 
decision-making 
and judgement of 
ay family member 
is difficult for
me to adjust to. 1........2...... ..3....... 4........ 5........6
C. Role Changes:
1. A difficult change 
for me has been 
the loss of 
companionship with
my family member...1........2........3....... 4........ 5..... ...6
2. A difficult change 
for me has been 
the loss of 
emotional intim­
acy with my
family member. 1....... 2........3........4....... 5.........6
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Strongly Somewhat Strongly Not
Agree Agree Agree Disagree Disagree AppIicable
3. The loss of 
sexual intimacy 
with my family 
member has been
difficult for me. 1........2....... 3........-1........5........ 6
4. The loss of my 
family member’s 
social support has 
been a difficult
change. 1........2........ 3........4....... 5........6
5. My family member 
is able to give 
very much in our
relationship...... 1........2........ 3........4....... 5........6
6. Sometimes, I feel 
inadequate in my 
relationship with
my family member 1........2........ 3........4....... 5........6
D. Care-giving Role:
1. The physical effort 
involved in caring 
for my family 
member has been 
difficult to
adjust to. 1........2....... 3.........4........5........6
2. The intellectual 
effort involved 
in caring for my 
family member has 
been easy to
adjust to. 1........2....... 3........ 4........5........6
3. The emotional 
effort involved 
in caring for my 
family member has 
not been difficult
to adjust to. 1........ 2.... ....3........4........5........ 6
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Strongly Somewhat Strongly Not
Agree Agree Agree Disagree Disagree Applicable
4. The loss of 
control that 
feel in the 






role for my 
family member 
in our family 
is important to 
our morals and
values. 1........ 2........3........4..... ...5....... 6
I feel a sense 
of hopelessness 
in caring for my
family member. 1........ 2........3........4........5....... 6
I feel a sense 
of deep fatigue 
in caring for my
family member................ 3........4........5........ 6
The care-giving 
role is not
stressful for me. 1........ 2........3........4........5....... 6
9. I feel a sense of 
duty, obligation, 
and responsibility 
in caring for my 
family member.
10. I do not feel 
a sense of 
satisfaction in 
my role as 
care-giver.
11. I have adequate 
resources in 
carrying out my 
care-giving role.
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12. I feel a sense 










A pi' 1 i cable
E. Psvchosocial Changes:
1. The most difficult 
change has been 
the lack of know­
ledge about the 
future for my











family life in 
a positive way.





5. Our family has not 
adapted to our 
family member’s
situation......... 1........2........3........4........5........ 6
6. Our family is 
coping with our 
family member’s 
head injury. 1.
7. Our family member’s 
injury has brought 
the family closer. 1.
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Strongly Somewhat Strongly Not
Agree Agree Agree Disagree Disagree Applicable





9. I feel as close, 
emotionally, to 
my family member 
as I was before 
the injury. 1.
10. This crisis has 
caused us to grow 
for the better 
as a family. 1.
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Scction III
Listed below are a series of questions relating to services for I'crsons with 
head injury, and their families. Please circle the number corresponding to 
the answer that best reflects how you feel. A "Comments" section will follow 
in which you may write down any information that you wish to include in your 
survey.
A . Community Services for Survivors of Head In.iurv :
YKS NO
1. There is an adequate amount of services Tor survivors
in this community.......................................1......... 0
2. Services for ray family member have been fPigmented in
this community..........................................1..........0
3. Services for my family member have not been coordinated
in this community.......................................1..........0
4. Services for my family member have been nonexistent in
this community......................................... 1..........0
5. Services for my family member have been inappropriate
in this community.......................................1..........0
6. My family member is active in a communitv-based program
at this time. 1......... 0
7. My family member participates in a community support
group. 1......... 0
B. Community Services for Families:
1. There is an adequate amount of services for families
of head injury survivors in this community. 1......... 0
2. Family counselling for families of head injury
survivors is available in this community. 1......... 0
3. Our family has been included as a part of our
family members rehabilitation team. 1..........0
4. Our family has been included in discharge planning
from the hospital for our family member. 1..........0
a. We have had difficulty in locating financial
resources. 1..........0
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YES NO
f>. Our family members participate in a community-based 
support group.
0. Servjres That Are Needed:
1 Please read the list below and indicate whether or not the service would 
he of use to your family member and your family.
Financial assistance such as, 
disability pension












More education on head injury
More education on local available 










































Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
197
D. Soci.il Work Se r vi c es:
1. How soon, after your family member sustained their injury, did you have 
contact with a social worker? (check one)
Within 24 hours -------
Within 1 week------- -------
Within 3 weeks -------
Within 6 weeks -------
Within 6 months -----
Within 1 year -------
Over 1 year -------
Never---------------- -------
2. If social work counselling was received, would you say it was helpful to 
the family? (circle one)
YES NO
1........0
3. What types of social work services did you receive? (circle one response 
for each)
YES NO
Information and referral 1......... 0
Resource information 1......... 0
Advocacy 1......... 0
Case management 1......... 0
Individual counselling for survivor...................... 1......... 0
Individual counselling for family members................ 1......... 0
Group counselling for survivor 1......... 0
Group counselling for family members..................... 1......... 0
Family counselling, including survivor................... 1......... 0
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YES NO
Family counselling, without survivor 1........... 0
Marital counselling for survivor 1..........0
Marital counselling for family 1..........0
<1. If social work services have not been received, what services, if any, do 
you feel would be needed? (circle one response for each)




Individual counselling for survivor 1..........0
Individual counselling for family members 1..........0
Group counselling for survivor 1..........0
Group counselling for family members 1..........0
Family counselling, including survivor 1..........0
Family counselling, without survivor 1..........0
Marital counselling for survivor 1..........0
Marital counselling for family 1..........0
5. What agencies in this community have been most helpful to your family in 
recovery after head injury? (list the top five services below)
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6. Please comment on your experience with community-based services to date.
7. tvhat kinds of social supports, other than agencies, have your found to be 
most helpful? Please describe.
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GLOSSARY OF TERMS
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Glossary of Terms 
ANOSOGNOSIA. The term refers to a real or perceived lack 
of awareness of the presence of disease or disability. 
An affected individual lacks the ability, be if organic 
or otherwise, to understand limits and comprehend risk 
situations (Hackler &. Tobis, 1984; NHIF, 19S4). 
CAREGIVER STRAIN. Refers to the feelings of
hopelessness, deep fatigue, and persistent stress that 
encumbers caregivers (Morris, Morris & Britton, 1988). 
CHRONIC SORROW OR UNRESOLVED GRIEF. This type of grief
is residual in nature, persists over time, and is never
totally eradicated. Mourning in this instance is always 
pre-empted by recovery of individuals who may be
radically different from their former selves. Ross is 
felt in two ways: loss of the former self, and loss of
previous abilities (Olshansky, 1970).
DENIAL. Denial in respect to head injury may be both 
organic and psychological in nature. When it is organic, 
an individual cannot process the change or loss. When it 
is psychological, anger may also be experienced. Denial, 
in the initial stages, is a normal reaction to a
traumatic event, and prevents psychic decompensation. 
Persistent denial may be pathological and tied into
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unosognos i >i ( Ke rr , 1 9 i 7 ; Lozak , 19/6; Romano , 1 9 < 4 ; 
Wh i t.ham, 1990).
FAMILY OF COMMITMENT. This term is used to describe the 
family that one creates as a result of marriage (Treys & 
Burr, 1984 ) .
FAMILY OF ORIGIN. Describes the family that one was born 
into (Treys & Burr, 1984).
HEAD INJURED FAMILY. A term coined by those
professionally concerned with head injury to promote the 
consideration of both survivors and families as 
concurrently affected by the trauma. Services need to be 
established for both (Lezak, 1988).
PARTIAL DEATH. Used in reference to the losses suffered 
to individuals affected by catastrophic illnesses or 
disabilities. It refers to loss of certain
characteristics or abilities, not bodily death (Mitiguy, 
1990). This type of loss may be more difficult to adjust 
to, as the grief process is incomplete.
POST-TRAUMATIC AMNESIA. Refers to the amount of memory 
loss that an individual sustains as a result of injury. 
The longer that a person is in coma, the greater the 
amount of PTA. The levels of PTA are used as a predictor 
for prognosis, as higher levels may mean greater
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impairment (Cole, Cope & Corvelli, 1985; NHTF, 19.8-1 ) . 
PRE-MORBTD. Refers to characteristics possessed by 
individuals prior to injury (Buchanan, 1981; Versluys,
1980 ) .
VITAL ROLES. Vital roles require a greater investment of 
oneself, and involve greater emotional intensity. Such 
roles call for gratification of oneself and others. They 
are entrenched in the personality, and are important to 
one’s self-concept, interpersonal relations and sense of 
well-being. Vital roles include worker, parent and spouse 
(Perlman, 1968 ) .
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